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Abstract 
Institutional Ethnography (IE) is a method of inquiry into the social 
organisation of knowledge. It begins with a disjuncture/troubling experience 
impacting a specific group of workers and adopts their standpoint/subject 
positon to look out into the wider institution and trace the work and textual 
practices that organised (and produced) the disjuncture under investigation.  
The study  took the standpoint of Senior Social Care Workers (SSCWs) from 
one RCH in Scotland to uncover the complex social organisation of 
“abandonment”  SSCWs described when there was insufficient support from 
NHS services to care appropriately for sick and dying residents. The focal 
point of inquiry was on SSCWs descriptions of being “pushed” into “difficult” 
decision-making conversions with family members about “serious illness” and 
the Do Not Attempt Cardiopulmonary Resuscitation (DNACPR) – without the 
support of doctors (or nurses).  
To inquire into how SSCWs work had become tied into the medical, legal and 
bureaucratic practices that rule death, dying and Do Not Attempt 
Cardiopulmonary Resuscitation (DNACPR) decision making in Scotland’s RCHs 
the study drew on ten open-ended interviews (SSCWs, n= 4 and others whose 
work influenced SSCWs working practices, n= 6). Interview transcripts were 
examined to uncover SSCWs accounts of their knowledgeable work related to 
managing illness, death and dying - along with the characteristic tensions, 
frustrations and contradictions embedded in those accounts.  
The study traced how doctors and nurses were routinely, and systematically, 
absent from RCHs - leaving residents systematically excluded from the level 
of care that they needed. It also traced how SSCWs work with “serious illness” 
and “difficult” conversations was co-ordinated in disquieting ways in an 
apparent commitment to high quality “palliative care”.  
What was discussed between SSCWs and family members during conversations 
about “serious illness” and the DNACPR form was out of step with the DNACPR 
policy, the rhetoric of palliative care, and the actual needs of SSCWS, family 
members, and residents for medical support. However, the study shows that 
what happened in the RCH was not simply an error of practice. This is because 
it was textually planned, organised, and co-ordinated across healthcare 
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institutions, professional groups, the regulatory body acting on behalf of the 
Scottish Government and the management and care staff of the RCH itself. 
SSCWs - and others – were organised to take up the powerful ruling discourse 
of palliative care in ways which treated residents and family members with 
increasing objectivity, where institutional needs to reduce NHS spending and 
to protect the income generating potential of the care home as a business 
ruled over individual needs. In taking up and enacting the powerful ruling 
discourse of palliative care, SSCWs – and others- (intentionally but 
unknowingly) took up the very tools of oppression that dominated and 
overpowered their own and others lives.  
The knowledge generated by this research can be used to show SSCWs and 
others how they unknowingly participate in taking up actions that are not in 
their own or others interests. This is the basis of changing the conditions of 
SSCWs and others lives thereby advancing anti-oppressive work. 
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Chapter One: My professional and academic entrée to this study 
Prologue – Vignette 1 
When I arrived at Residential Care Home (RCH) A to discuss an educational 
project we were working on together, the staff were anxious and upset 
because they could not make one of their residents, Mr. A, comfortable or 
settled. This was particularly difficult because they thought he may be 
dying.  
      RCH staff are dependent on external National Health Service (NHS) 
doctors and nurses for support with resident’s needs as there are no doctors 
or nurses on-site. On this day staff knew they needed help “to settle” Mr. 
A so they had called his medical practice to ask a doctor to visit, but s/he 
had not arrived yet. I was at the home in my role as a hospice educator and 
project leader to discuss implementing a palliative care register to improve 
the co-ordination of care of those who were dying. As my experience is as 
a nurse with many years of practice in caring for people who were dying (in 
the hospice), staff asked if I could advise them. Initially, I felt conflicted 
because Mr A was not my patient, which meant I did not know the details 
of his case, leaving the potential to accidentally cause more harm than 
good. Also I was not employed as a nurse in the RCH, and had never worked 
as a nurse in the community – which meant I was not clear about community 
healthcare systems and was anxious about overstepping professional 
boundaries. At the same time I also recognised that I had a personal and 
professional responsibility to offer support where I could, so I agreed to go 
and see Mr. A. 
        Mr A. was an 82 year old man with a history of dementia and 
osteoarthritis. His general condition had gradually deteriorated over the 
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past three weeks and he was experiencing more pain on movement and at 
rest. Also, he was increasingly fatigued so needed more assistance to move 
and dress and eat and wash. As a result staff had asked for advice and 
support on a few occasions from doctors at Mr. A’s medical practice. Mr A. 
was seen by a different doctor on each occasion. The doctors gave advice 
on the specific issue they had been contacted about, but left no clear plan 
for the RCH staff to follow, nor did they arrange routine follow up visits.  
        Over the past three days Mr. A’s condition had deteriorated further, 
which worried the staff. He had become “more sleepy”. This meant that 
although he had taken sips of fluid he had not eaten, or been able to swallow 
his oral medication (including medication for pain) for the past 48 hours. 
Staff had reached out for help from doctors a number of times over the past 
three days and two nights. He was seen by another three doctors during 
that time. All gave different advice: a locum doctor from the medical 
practice advised withholding all medication meantime; a doctor from the 
out-of-hours service diagnosed a possible chest infection and prescribed an 
oral antibiotic – which Mr. A was unable to swallow; and a second doctor 
from the out-of-hours service had administered an intra-muscular injection 
of Diclofenac for pain. However, Mr. A was still restless and seemed 
distressed, which left the care home staff feeling helpless and frustrated 
because they did not know how to help Mr. A be comfortable and/or 
peaceful.  
       The situation had become even more difficult overnight, when along 
with being restless and distressed Mr. A’s breathing had changed to become 
laboured and noisy. Thinking that Mr. A could now be dying imminently, 
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staff called the out-of-hours service again for advice. They also called Mr. 
A’s sons to come and be with their father.          
        When I first saw Mr. A, he was lying in bed with his head extended: his 
eyes were open and glazed; his breathing was shallow and noisy; his brow 
was furrowed; his mouth was dry; and he was moaning and pulling at his 
bedcovers. I could see that Mr A was uncomfortable, agitated and 
distressed.  
      In my previous role, as senior staff nurse in the In-Patient-Unit of a 
hospice, Mr. A would have been assessed daily by medical and nursing staff 
who were either on-site or easily contactable. Those staff would have 
known the patient’s case and had knowledge about the personal and 
technical skills that minimise suffering and distress in a person who is dying. 
For example, Mr. A would have had a prescription chart with anticipatory 
medications prescribed on it. I, as a registered nurse, would have been 
authorised to administer those medications as I judged appropriate – up to 
a pre-determined limit when I could have called a doctor for further 
support. I would have had direct access to medical and nursing advice and 
support, should I need it. I would have had direct access to other supplies 
and equipment – such as, an airflow mattress to prevent skin breakdown 
and promote comfort, a fan to ease any breathlessness, and a range of 
mouth-care supplies. I would also have had access to staff members who 
knew it was part of their work to sit and maybe hold hands with a distressed 
person who was dying in an attempt to comfort them. On that day at the 
RCH, all I had was knowledge and experience about what might help, and a 
few pillows. So, I showed staff how to carefully re-position Mr. A and 
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moisten his mouth with water to try and make him more comfortable. I also 
offered some general advice about how to speak softly to him and to gently 
and carefully rub his back and hands to see if that eased any stiffness and/or 
loneliness and/or fear.  
      Mr. A’s general condition did suggest that he may have been actively 
dying. However, not knowing the background to his case I could not be sure. 
Therefore, although it was proving challenging to speak to a doctor, I agreed 
with the staff that it was important for a doctor who knew Mr. A to examine 
and assess him. To speed this process up I suggested that staff call the 
medical practice again and use specific language (e.g. “Mr. A may be dying. 
He seems distressed and his condition needs to be assessed by a doctor as 
soon as possible, please”) rather than the general language they had been 
using (“Mr. A’s condition is poor, and we would like a visit from the 
doctor”). I thought it was important clarify the situation for three reasons. 
Firstly, to treat any treatable cause for Mr. A’s current condition; secondly, 
to decide if Mr. A was actually dying or not and thirdly, to make and 
communicate a supportive plan of care with the care home staff and the 
family.  
     Staff said they would do this, but were cautious about appearing to “tell 
the doctor what they thought was wrong” based on previous negative 
experiences from medics when they had offered such opinions.  
      I found it strange that there was no routine involvement from 
community nursing staff, I felt regular community nursing input could have 
better supported the staff and the resident. So, I also suggested that staff 
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contact the community nursing team for advice on mouth supplies and for 
general nursing support.  
      The relevant phone calls were made and I went to my meeting in the 
care home. Before I left the care home for another appointment I visited 
Mr A again to make sure he was still comfortable, which after further re-
positioning, mouth-care and gentle touch and verbal reassurance he was.  
      I felt anxious and unsettled about how things might progress with Mr. 
A.  Also, not having a clinical role in the RCH or community, I felt helpless 
to be of any practical support. So, I spoke with the hospice management 
team to ask if one of our Community Nurse Specialists (CNS) could become 
involved. I hoped this CNS could speak with the NHS community healthcare 
team and arrange better support for the resident and the care home staff. 
This was agreed but could only be actioned on receipt of a medical referral 
from the residents’ General Practitioner (GP). I called the RCH to advise 
them of this and encouraged them to ask the GP for an urgent telephone 
referral to the CNS service. I was told that Mr. A had become restless and 
agitated again shortly after I left. He was seen by another doctor who 
prescribed medication via a syringe pump. He was also seen by a district 
nurse (who “delivered mouth-care supplies and left” without offering any 
other help or support).  
     Sadly, Mr. A died before the referral could be made, and before the 
prescription for a syringe pump - which could have better managed his pain 
and agitation - could be organised. This meant that his death was neither 
peaceful nor comfortable.  
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     The family told the RCH staff that they felt they (the RCH staff) had 
done everything they could have done for Mr. A. Nevertheless, they were 
understandably distressed about their father’s difficult dying experience.   
      The care home staff said that they were angry and upset that a resident 
in their care should have died in such a way. They were also upset that a 
family should have had to witness such a difficult death. This experience 
left the care home staff feeling anxious about the level of support they 
could expect for any future resident who was dying.  
 
1.1 Introduction   
 
I felt perplexed and troubled about Mr. A’s experience. I also felt perplexed 
and troubled about the RCH staffs’ experience. This distressing case, and 
many others like it, led me to seek measures to improve advance and 
anticipatory planning and co-ordination of care for future residents and staff 
as part of my professional role. It also became the impetus of my research 
interest in the social organisation of care home work, particularly how living 
and dying are organised in care homes without nurses - RCHs. As a registered 
nurse I work to a professional code of conduct (Nursing and Midwifery Council 
(NMC) (2015). The latest version of this code states that as a nurse I must “act 
as an advocate for the vulnerable, challenging poor practice and 
discriminatory attitudes and behaviour relating to their care” (NMC 2015:5). 
Therefore, in my role as a nurse advocate, my intention for carrying out this 
research was focussed on ensuring that RCH staff and residents have access 
to the level of support they need to prevent the suffering in death that was 
experienced by Mr. A, his family and the staff attempting to care for him as 
he was dying.    
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Institutional Ethnography (IE) (about which more is said in Chapter 
Two) is a method of inquiry designed to examine and uncover the social 
organisation of knowledge, particularly in relation to the problems, tensions 
and contradictions that arise as people knowledgably carry out their everyday 
work. This inquiry is focussed on ethnographic descriptions of the 
knowledgeable work of RCH staff – specifically the work of Senior Social Care 
Workers (SSCWs). It empirically traces and maps how SSCWs experiences and 
working practices are organised within a complex web of institutional 
practices by focussing on what SSCWs know about the problems, tensions and 
contradictions that typically arise when they care for older adults with 
dementia in the last year(s) of their life.  
My experience as a professional nurse with a longstanding commitment 
to improving the experience of people who are living with and dying from 
incurable conditions is the motivation behind this study. IE, with its 
assumptions about the social organisation of knowledge, gave me the tools to 
both use my knowledge about the alleviation of suffering for those facing 
death and dying and also interrogate many of my preconceptions, assumptions 
and explanations about how care is (or should be) organised for such people. 
As my knowledge is important in this research the thesis begins by outlining 
how that knowledge was socially organised through my professional and 
academic work. This also gives a brief introduction to the context of the study 
and highlights what I considered important at the beginning of this research - 
as a nurse and as a new research student. As the study progressed I had to 
learn to suspend my training and education about the conceptual practice of 
palliative care – which was actually nowhere to be found in the material world 
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- in order to notice and describe the concrete activities and practices that 
were organised and measured as “palliative care” – and which could be found 
in the material and everyday world of work.  
This chapter concludes with a brief introduction to each of the 
subsequent chapters. 
1.2 My professional and academic background 
I started this study in 2010, one year after taking up a newly created three 
year fixed term educational outreach role at a hospice in central Scotland. 
The broad objective of this new role was to support local care home staff to 
develop their knowledge, skills, confidence and competence in adopting what 
was termed as a palliative approach to care1.  
My professional background before taking up this post included 12 years 
of experience as Staff Nurse – and Senior Staff Nurse - in the In-Patient Unit 
of the same hospice. During those years, from 2001 onwards, there was an 
internal drive within the hospice to encourage all nurses to upgrade their 
professional qualification to degree level. For me, this meant completing 11 
modules of a post-registration undergraduate nursing studies degree over 4 
1/2 years. During that time I focussed almost exclusively on the topic of 
palliative care in the assignments at the end of each module.  
My professional and academic experience immersed me in the discourse 
of palliative care and led me to believe that I had a reasonable working 
knowledge of how to care for people who were living with and dying from 
                                                          
1 Palliative care is the term that is commonly used to describe all aspects of care for people whose 
disease cannot be cured, and who will most likely die as a result of their disease. The topic what is 
currently meant and measured as palliative care became a focus in this study and so will be more fully 
explained and explored in Chapter Four. 
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incurable conditions. However, as I set out in my new role I recognised that 
my practical knowledge and experience was limited to the specific context of 
hospice care, where the patients were mostly dying from cancer and the 
systems of support were clear and easy to access. I was aware that I had 
limited knowledge about how care was organised or delivered in care homes 
- where most people did not die from cancer. Therefore, during the first six 
months in my new post I arranged to visit all the care home managers in the 
catchment area of the hospice (n=30). From reading Audit Scotland’s Review 
of Palliative Services (2008), I believed that palliative care work and services 
were organised differently within geographic regions of Scotland. Therefore, 
along with introducing myself and explaining my role, I wanted to learn from 
the managers’ knowledge and experience about how palliative care services 
was organised in and for care homes in the area we both served.  
1.3 Developing insight 
I conducted informal conversational interviews during my visits to care home 
managers. Twenty four of the possible group of 30 care home managers opted 
to participate. These interviews were structured around 20 general questions 
about care in their care homes. I gathered information on the number of 
residents living in the care home, the number of medical practices the care 
home worked with, the number of deaths among residents in the previous 
year, the aspects of care that the managers thought their care home and staff 
already did well, and what they thought they could do better with some 
educational support2. 
                                                          
2 Neither these visits, nor the data generated from them, are the focus of this study. They are 
mentioned here to provide a background and a context for the formation of my thinking about the 
topics of palliative care for care home residents in the geographic area under investigation.   
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When I asked the care home managers to tell me about palliative care 
at their care homes they all assumed I was asking about the care of the person 
who was imminently dying, and dying with cancer. This was a narrower 
definition of palliative care than I had come to understand from my recent 
education and the scope and remit of my new role -although it accurately 
described my experience and clinical practice in the hospice.  
Interviewing the care home managers was more emotionally charged 
than I had anticipated. Many of the managers told me deeply disturbing and 
distressing stories about older adults who reportedly died in pain and/or 
distress. They told me about care home staff feeling “abandoned” and left to 
deal with often very sick and vulnerable older adults without any significant 
NHS support. Unfortunately, the same themes emerged again and again as I 
taught five rounds of an interactive Introduction to Palliative Care course to 
over one hundred care home staff during my first year in post3. Again, I felt 
perplexed and troubled about how the circumstances staff described came 
about. I was also unclear about how some care homes had come to be called  
nursing care homes (NCHs) and others residential care homes (RCH), as from 
the descriptions staff gave me they seemed to be caring for people with 
similar needs – but RCHs had no nurses on-site.  
1.4 Care Homes: Funding and a two tier system  
Since the 1990s many long-term NHS hospital beds for older adults have 
closed. Bed closures, along with moves to promote earlier hospital discharge 
for older adults, meant older people could no longer rely on the NHS for long-
                                                          
3 One of my responsibilities was to develop and deliver palliative care education courses for care 
home staff. Two courses were offered, a four day course for registered nurses and a three day course 
for other care staff. These courses were delivered in the education centre of the hospice I worked for. 
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term care. This generated a gap between what older adults needed and what 
they could access from the NHS – which resulted in many more community 
based care homes being built. 
 Care homes are costly communal residential settings, where people 
who require a sustained level of care and support that cannot be offered in 
domestic, acute or other care settings live. Care homes are also complex care 
settings that cross many care boundaries due to the wide range of needs of 
older adults living in care homes. For example, older adults in care homes 
have needs ranging from requiring help and support with intimate personal 
care such as washing and dressing to requiring help and support to access the 
appropriate level of NHS healthcare support that is required when a resident 
is unwell and/or dying (Froggatt et al. 2009).  
The UK care home sector is large and diverse in terms of ownership. 
Care home services are provided by Local Authorities and by private and 
voluntary sectors (Royal College of Nursing 2010).  Similar to many countries 
of the world, Scotland operates institutional care for older adults along a two 
tier system. A system that differentiates between settings that used to be 
called “residential care homes” (RCH) and settings that used to be called 
“nursing care homes” (NCH)4. Most people who live in care homes make some 
contribution toward the cost of their care. The rules surrounding care home 
fees in Scotland and the other parts of the UK are complex. The level of 
                                                          
4 In this thesis when I refer to both types of care home, I will use the generic term care home. When I 
refer to what used to be called residential care homes I will keep that term and use the abbreviation 
RCH. When I refer to what used to be called nursing care homes I will keep that term and use the 
abbreviation NCH. 
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contribution required is dependent upon a Local Authority financial 
assessment into how much capital is available to the person needing care.  
Capital includes money held in financial institutions, stocks and shares, 
National Savings Certificates, Premium Bonds, cash, trusts, land and property. 
There are some circumstances under which property is disregarded from the 
financial assessment, such as the value of a family home when a spouse is still 
resident in that home. From 7th April 2014, those assessed as having £26,000 
of capital receive no financial help from the Local Authority with care home 
fees – this group are classified as self-funded. Those with less than £16,000 
receive financial support with care home fees – this group is classified as 
publicly funded. Those with capital between the bands of £16,000 and £26,000 
are assessed as having tariff income of £1 for every £250 or part of £250 
between £16,000 and £26,000. They are then charged for their care 
accordingly (Care Information Scotland 2014).  
From June 2014 the standard rates set by the Local Authority for the 
publicly funded group was £499.38 per week for RCHs (around £26,000 a year) 
and £587.00 per week for NCHs (around £30,500 a year). Those who are 
publicly funded can opt to choose a care home which charges above the Local 
Authority’s standard rate – but either they, or a third party must pay the 
difference (Care Information Scotland 2014).  In reality, many of the publicly 
funded group will still need to make some contribution toward the cost of 
their care. This is because, according to Laing and Buisson’s UK Market report 
for 2013-2014 (Laing and Buisson 2014), most people in Scotland can expect 
to pay around £600 per week for a RCH (approx. £31,000 a year rather than 
the £26,000 allocated by the Local Authority) and £750 per week for a NCH 
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(approx. £39,000 a year rather than the £30,500 allocated by the Local 
Authority). Costs can be considerably higher depending on the quality of the 
accommodation, and other services that are offered. It is worth noting the 
difference in cost between RCHs and NCHs. RCHs cost the Local Authority 
approximately £4,500 less than NCHs per resident per year, and RCHs cost 
older adults (or a third party) approximately £8000  less per year than NCHs. 
In other words, RCHs cost less than NCHs per resident per year. 
 Before the closure of NHS beds for older adults in need of long term 
care the cost of care would have been met by the tax-payer, making it free 
to the person in need of care at the point of delivery. While care has never 
been cost neutral, the situation since the 1990s demonstrates a significant 
shift in financial responsibility for funding long term care, from the tax-payer 
to the person needing care, or a third party acting on behalf of that person. 
This has produced a financial burden to the majority of older people who 
require ongoing care; care which does not extend to the level of regular 
medical and nursing support this group would have received in long-term NHS 
care settings. It has also produced businesses that can only remain viable to 
the extent that they continue to generate capital by maintaining a high 
occupancy rate. 
RCHs provide services classified as personal or social care, this includes 
aspects of care such assistance with washing and dressing. NCHs also provide 
personal care but in addition to this they also offer many elements of care 
classified as “nursing care” to meet specific needs described as “healthcare 
needs” (Seymour et al. 2011). The care that each setting is registered with 
the Care Inspectorate to provide, either personal/social care or 
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nursing/health care, dictates the grade and expertise of staffing that is 
required to operate and manage it. There are moves toward compulsory 
registration with the Scottish Social Services Council for care staff working in 
care homes. This will require the compulsory attainment of Scottish 
Vocational Qualifications (SVQ) during the first period of their registration. 
The compulsory registration process was in progress at the beginning of this 
study in 2010. It is still ongoing as the study comes to an end in 2016. 
Therefore, it is not possible to say how many people with or without formal 
health and/or social care qualifications, are currently working in Scotland’s 
care homes (Scottish Social Services Council 2009).  
The Care Inspectorate regulates and inspects care services in Scotland 
to make sure that they meet the right standards.  
After the National Care Standards for Care Homes for Older People 
(Scottish Executive 2001) was published, the statutory distinction between 
NCH and RCH was abolished in Scotland. As a result these two distinct care 
settings were reclassified (and their services inspected) under the generic 
title of “care home”. Additionally, RCH staff were encouraged to make their 
care setting a “home for life” rather than risk further disruptions by moving 
residents from the RCH to a NCH as their health inevitably declined. RCH staff 
informed me that it was less and less common for residents to be transferred 
out of their care for matters related to declining health, although they may 
be transferred out if their “behaviour” became difficult to manage. While I 
was getting to know the care homes in my catchment area I found this generic 
title confusing and misleading. In line with my own observations and the 
reports of care home staff, I was aware of a range of research studies 
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suggesting that residents in both RCH and NCHs were becoming increasingly 
frail and disabled, with complex co-morbidities, and often high levels of 
cognitive impairment (Bowman et al. 2004; Froggatt et al. 2009; Laing and 
Buisson 2009). Indeed, a study of six RCHs in England published early in 2010 
highlighted that, unlike the past when RCH residents were significantly less 
debilitated than NCH residents RCH residents now had a range of conditions, 
treatments and functional disabilities which produced needs broadly 
equivalent to residents more traditionally cared for in NCH (Goodman et al. 
2010). The RCH staff I was working with confirmed that their client group had 
changed over recent years. They also confirmed that residents in their RCHs 
did need more help and support that they had in the recent past. This included 
needing more help and support from doctors and nurses. As vignette 1 
demonstrates, and as the RCH workers knew, the availability of NHS 
healthcare support from doctors and nurses was variable. I will discuss this 
further in Chapter Five. 
What I was reading in the research literature to inform my professional 
work, combined with what I was consistently hearing from RCH staff during 
educational courses made me increasingly concerned for the welfare of 
residents and staff who were living/working in that setting. I began to wonder 
how to improve the co-ordination of care for residents in RCHs as they were 
dying.  
1.5 Palliative Care in RCHs: The SPAR (Supportive and Palliative Action) Project 
Towards the end of my second year in post, in 2010, I was invited to work on 
a project with a local doctor working as a GP. The project aimed to improve 
the organisation of care for those who were dying in three RCHs in the area 
and was called the SPAR (Supportive and Palliative Action) Project 
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(Appendices 1 - 4). At the beginning of this project work I was influenced by 
a number of factors. Firstly, I was influenced by classroom based discussions 
about the need for improvement in RCHs and NCHs. Care home staff from both 
settings told me that they thought organisational improvements were needed 
within their care homes, and also between the care home and the NHS 
healthcare teams that they relied on for support. Secondly, I was influenced 
by the recently completed PhD research and publications of Jo Hockley, a 
specialist palliative care nurse. Hockley had introduced a range of documents, 
known as palliative care tools, into eight NCHs in the Lothian district of 
Scotland. She claimed implementation of these tools supported a more co-
ordinated and process driven approach to care of people who were sick and 
dying in those homes (Hockley 2006). One tool used in Hockley’s work was The 
Gold Standards Framework for Care Homes (GSFCH) (2005)5. GSFCH is an 
adapted form of the original Gold Standards Framework (GSF) which was 
developed to guide the practice of palliative care in GP practices. I will say 
more about the GSF and other palliative care tools in Chapter Four (Section 
4.3).  Thirdly, I was influenced by the policy document published by the 
Scottish Executive, Living and Dying Well, the national action plan for 
palliative and end-of-life care (Scottish Executive 2008). This document not 
only influenced my thinking, but it also influenced the direction my 
management team wanted me to take during the fixed-term post. Therefore, 
fourthly, I was influenced by the direction set by my management team.  
1.5.1 Opportunities and financial challenges 
My management team had expectations about what should be achieved as a 
result of investing in a fixed-term educational outreach post. Those 
                                                          
5 Jo Hockley’s research and palliative care tools will be discussed more fully in Chapter Four. 
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organisational expectations were increasingly influenced by external 
pressures and priorities as a result of the publication of the first national 
action plan for palliative and end-of-life care in Scotland: Living and Dying 
Well (Scottish Executive 2008). The national action plan promoted the 
implementation of palliative care tools as the primary means of improving 
the quality of palliative care in all care settings. At the beginning of the SPAR 
Project I had explored the feasibility of using the tools used by Jo Hockley - 
the Gold Standards Framework for Care Homes –GSFCH. However any care 
home wishing to adopt the GSFCH process had to follow an expensive Quality 
Hallmark Accreditation Process. Unfortunately, cost made adopting GSFCH 
prohibitive for the project I was co-leading. This is because there was no 
formal budget allocated to the project - beyond funding for the project 
leaders time and the care homes could not/would not commit to paying the 
expensive accreditation fees. In addition to budgetary constraints, the project 
team also recognised that many of the documents used in the GSFCH were 
complex documents developed for healthcare staff by healthcare staff. 
Therefore we thought it would be unfair to expect RCH staff to use them. In 
the process of looking for a workable alternative we were drawn to a new 
locally developed document called the Supportive and Palliative Action 
Register (SPAR) (Chaplin and Patterson 2010) (Appendices 1 - 4). SPAR was 
developed by a highly qualified senior palliative care nurse and an 
experienced GP with a special interest in palliative care. It was developed to 
meet the need to promote palliative care tools in all care settings - mandated 
in Living and Dying Well – as a low cost substitute to GSFCH when the senior 
nurse was the project manager for palliative care projects for people with 
non-malignant conditions in the NHS health-board we both worked in. This 
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project management role was a fixed-term post in which the post-holder had 
specific targets to meet within a relatively short time-frame. She held 
considerable influence over what was deemed important work at that time. 
The GP was partly funded to promote palliative care projects by a leading 
cancer support charity. He also held a position of influence about what was 
deemed important work at that time.  
SPAR is a document that uses a traffic light coding system (green, 
amber, red) in conjunction with a numeric scoring system, to assess, gauge 
and chart patients’/residents’ level of function and rate of decline. 
Assessments are made on a monthly, weekly or daily basis depending on the 
coding, numerical score and general condition of the resident. The 
combination of the colour and numeric coding aimed to help staff recognise 
which residents may be coming towards the end of their life. It also offered a 
range of suggested actions to be taken - in conjunction with the residents’ 
GP. Actions included: discussing the change with the family, thinking ahead 
to what may happen in the near future and commencing or updating an 
Advance Care Plan (ACP). The aim of commencing and/or updating an advance 
care planning was to improve the likelihood of well-planned and well-
organised care being delivered at the end-of-life. The advance care planning 
also aimed to minimise the potential for reactive care that may result in what 
were classified, or conceptualised, as inappropriate emergency hospital 
admissions, insufficient symptom management or inappropriate 
cardiopulmonary resuscitation (CPR) attempts. 
SPAR had been successfully piloted in a number of NCH in the 
neighbouring area and there was local interest in developing the pilot further 
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- to include RCHs. I, along with my project colleagues, (mistakenly) thought 
the SPAR document seemed relatively simple to use. After discussion with its 
developers the project team agreed to pilot and evaluate the usefulness of 
SPAR in the RCH setting as the focus of our project work.  
There were four work streams to this year long project. Phase One 
involved writing to all the medical practices to raise awareness of the SPAR 
documentation and the actions it suggested, it also included speaking at a 
conference for GPs and District Nurses (DNs) – which many GPs were paid and 
obliged to attend. Phase Two included a programme of education aimed at 
the participating RCH staff and their management teams. Phase Three 
included the supported implementation of the SPAR documentation into three 
RCHs. Finally, Phase Four included a series of evaluation meetings and survey 
questionnaires to evaluate the project from the care home staffs’ 
perspective.  
The SPAR Project team hoped that implementing this document and 
process would improve RCH staffs’ ability to notice the often subtle 
deterioration in residents’ condition as they were dying. We also hoped it 
would improve their ability to raise awareness of that deterioration with 
families and with their NHS healthcare support teams.  
During Phase three of this project the incident in vignette 1 occurred. 
It is not my intention to criticise individual practitioners in any of the 
vignettes included in this thesis. I recognise that everyone involved was 
working within the constraints of a complex health and social care system. 
Nevertheless vignette 1 highlights that a significant gap existed between what 
Mr. A, his family and the RCH staff attempting to care for him needed in terms 
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of medical and nursing support and what they actually got. As a result of what 
had happened to Mr. A, the SPAR Project team became even more convinced 
that there was a need for a more co-ordinated approach to care for RCH 
residents. This incident strengthened our resolve to drive and support the 
implementation of SPAR in care homes because we wanted incidents like this 
to become a thing of the past and naïvely thought that implementing this 
document was the means of achieving that end.  
1.6 My academic entre to the study  
I was asked to present on the work I had been doing with SPAR at a special 
interest group hosted by the University of the West of Scotland (UWS). This 
led to an opportunity to apply for a studentship on a postgraduate research 
programme. As a result of all that is reported above, I applied for and was 
granted a level of funding that made it feasible for me to embark on this part-
time study.  
I had heard many disturbing stories about care home residents’ 
experiences at the end-of-life and many stories about how RCH staff were left 
feeling unsupported. I wanted to shed light on the issues faced by staff 
working in RCHs as they attempted to care for older adults with dementia who 
were dying. I also wanted to suggest concrete changes so RCH staff could tell 
stories that had more peaceful endings in the future.  
During the first year of this part-time academic programme, and before 
I made a final decision on IE as the method of inquiry, I was required to begin 
a formal process of immersion in the professional and academic literature. 
This was to orientate my knowing towards what already had been written 
about work that was categorised as palliative care in care homes. It was also 
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to meet one of the criteria built into the assessment processes within the 
institution of the University - to produce a publication. In my case this was a 
publication about the organisation of palliative care in Scottish care homes 
(Reid et al. 2012) (Appendix 5). This publication was not generated from the 
knowledge I gained from the care home staff who told me about their difficult 
experiences of caring for older people who were dying (classified as 
“anecdotal evidence” within the academic world I had learned to navigate 
throughout my undergraduate degree programme). Rather it was produced 
from the knowledge of researchers, policy makers, auditors, regulators and 
others who in some way had the power to rule over how care homes were 
represented or organised, without being present as workers within them. I, 
like those I worked with in my professional role, took it for granted that these 
“authoritative ways of knowing” (Campbell and Gregor 202:17) were the right 
way of knowing about how things actually worked in care homes. I present the 
following section as a snapshot of how my knowing was socially organised by 
that professional and academic literature.   
1.6.1. Palliative care and care homes 
Most Europeans are not expected to die before they reach late adulthood. - 
late adulthood is typically categorised as being aged 65 and older (Leon 2011). 
In the UK, the majority of older adults continue living in their own homes as 
they grow older (Joseph Rowntree Foundation 2012), however some older 
adults with complex long term care needs will require the additional support 
offered by a care home. People enter care homes for many reasons, including 
the need for support with physical, psychological, social and personal care 
needs (Steves et al. 2009). People also enter care homes because they have 
ongoing care needs that no longer fit the criteria to remain in cure focussed 
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acute settings such as hospitals, or intervention focussed specialist settings 
such as hospices. This is despite care homes having limited expertise in 
managing the level of care that those patients require (Seymour et al. 2011). 
The combination of these and other factors (more fully explored in Chapter 
Six, Section 6.3.2) means that many of those who move into care homes are 
frail and living and dying with complex needs (Bowman et al. 2004, Seymour 
et al. 2011). Most people admitted to a care home will not be discharged 
home but will die in the care home – or die after being transferred from the 
care home to hospital. Before they die many older people experience a range 
of distressing and uncomfortable symptoms such as pain, breathlessness, 
fatigue, anxiety and depression (Royal College of Physicians 2007). In order to 
promote the best possible quality of living and dying, it is important to be 
intentional about seeking effective measures to ease the suffering that these 
symptoms produce.  
A significant number of older people who will die from complex life-
limiting illness experiences such as cancer, circulatory and respiratory 
conditions also have dementia (Froggatt and Parker 2010, Goodman et al. 
2010, National Council for Palliative care 2006). According to the Mental 
Welfare Commission, up to 70% of care home residents in Scotland may have 
a degree of cognitive impairment from dementia (Care Commission, Mental 
Welfare Commission 2009). This means that people with dementia make up a 
significant percentage of the Scottish care home population. There is a 
growing trend in the healthcare literature to classify dementia as a terminal 
condition that could benefit from the application of palliative care (Sampson 
2010). Palliative care is the term that is used to describe all aspects of care 
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of people whose disease cannot be cured, and who by implication will most 
likely die as a result. Dementia has a prolonged terminal phase that tends to 
progress slowly (Hennings et al. 2010). Deterioration is typically punctuated 
by periods of illness which arise as a result of problems such as pneumonia 
(Hicks et al. 2010). Deterioration is also associated with problems that follow 
sustaining a fracture (Sachs et al. 2004). Despite the significant challenges 
that advancing dementia brings, effectively identifying and managing those 
challenges becomes increasingly problematic as the disease, and the 
associated communication difficulties, progress (Social Care Institute for 
Excellence 2013). The challenges around identifying problems pose particular 
difficulties for those attempting to support older people with dementia to 
both live and die well (Froggatt and Parker 2010, Goodman et al. 2010, 
National Council for Palliative care 2006). 
In the UK, the most recent studies put the number of deaths in care 
homes at between 16-20% of the total number of UK deaths (Ahmad and 
O’Mahony 2005, Gomes and Higginson 2008, Leadbeater and Garbe 2010). 
According to a report commissioned by one of the largest private care home 
providers in the UK, the average (adjusted) length of stay in their care homes, 
from admission to death, was around fifteen months - between 2009 and 2010 
when the data was collected (Forder and Fenandez 2011). This makes care 
homes an important setting when thinking about where and how people die. 
Although it is difficult to say exactly how many deaths in care homes are 
specifically attributable to dementia, the prediction that one person in three 
over the age of 60 will have dementia when they die, by the year 2025 (Brayne 
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et al. 2006) suggests that this group will continue to represent a significant 
proportion of those who live and die in care homes in the UK.  
1.6.2 The clinical challenge of caring for people who die in care homes 
The professional experiences I have cited in this chapter are congruent with 
the findings of other researchers who suggest that there is an imbalance 
between the ideal and actual provision of care for older people who are living 
and dying in some of the UK’s care homes. This raises concern that some of 
the most vulnerable members of our society could be receiving sub-optimal 
care in the final phase of their life (Hall et al. 2002; Hockley 2006, Seymour 
et al. 2011). Therefore, the task of improving care for those who die in care 
homes could be considered as a clinical challenge. The blame for poor quality 
care is often laid at the feet of specific practitioners or individual care homes, 
and inadequacies tend to be attributed to lack of knowledge and/or training 
of care home staff (Froggatt 2001, Froggatt et al. 2009, Katz and Peace 2003). 
However, attributing the problem of suffering in death and dying in care 
homes to gaps in training is too simplistic an explanation for understanding 
the full extent of the complexity of the current situation (Seymour et al. 2011) 
as this study will demonstrate.   
1.6.3 Understanding how older people die in Scotland’s RCH: an academic challenge 
Understanding how older people die in Scotland’s care homes could also be 
considered an academic challenge. This is particularly the case for people 
who die in RCHs because while there are some studies that focus on general 
care in RCH (Joseph Rowntree Foundation 2008, Gage et al. 2010), few focus 
on care of the dying in RCHs specifically meaning there is minimal knowledge 
about this topic (Ellis-Smith 2014, Froggatt et al. 2002). The majority of UK 
studies since the 1990s which have focused on care of the dying have been 
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carried out in NCHs rather than RCHs (Froggatt 2001, Froggatt et al. 2009, 
Goodman et al. 2013, Hennings et al. 2013, Hockley 2006, Katz and Peace 
2003, Seymour et al. 2011, Turner et al. 2009). Furthermore, most UK studies 
about care of the dying in care homes have been conducted in England 
(Froggatt 2001, Froggatt and Payne 2006, Froggatt et al. 2009, .Goodman et 
al. 2010, Goodman et al. 2013, Hennings et al. 2013, Seymour et al. 2011,  
Turner et al. 2009). England has different policies and practices to guide and 
support care of those deemed as having palliative care needs including: 
different regulatory bodies, different funding streams and different national 
policy initiatives. Differences in statutory and regulatory practices between 
England and Scotland, along with the differences in setting, mean that the 
knowledge generated from studies about what is classified as palliative care 
in English NCHs is not transferable to understanding how care of people dying 
with dementia is organised in RCHs in Scotland.  
As a result of all that is detailed in this chapter, I considered inquiring 
into how care is organised for older adults who are dying from/with dementia 
in RCHs as being both important and necessary.  
1.7 Chapter summary and introduction to subsequent chapters 
This chapter has introduced me, as the researcher, including why I 
decided to undertake this research project. It has also introduced the reader 
to the way my knowledge about care of people who are dying in RCHs was 
organised by the professional and academic discourse of palliative care.    
I will now outline a brief introduction to the content of each subsequent 
chapter of this thesis. 
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Chapter Two: Finding a place to begin, finding a way to proceed: 
Institutional Ethnography: This chapter introduces the method of inquiry I 
adopted to use for my study, giving a rationale for my choices. It introduces 
the group whose standpoint/subject position I adopted for this study - Senior 
Social Care Workers (SSCWs) and the care setting – a RCH in Scotland. It also 
describes the approach I took to data collection and data analysis. 
Chapter Three: Presenting and analysing data from within the research 
site: This chapter presents and analyses the data I gathered from the research 
site. It recounts how SSCWs were drawn into work that granted frailer 
residents admission into the care home than had been the case in the recent 
past to “keep beds filled”. SSCWs described how conversations about the 
DNACPR form arose from the “serious illness” category in the resident’s 
personal file/care plan - to meet the RCH management’s expectations. From 
my interviews I learned how the RCH managers work was articulated to the 
Care Inspectorate processes as a means of managing “standards” in the care 
home and managing the reputation of the care home as a business.  
Chapter Four: Reviewing key literature to trace, analyse and discuss the 
development of an authorised version of palliative care: This chapter 
explores the evolution of the term palliative care. It also traces and maps the 
development of an authorised version of the conceptual palliative care 
practice as that concept was embedded in palliative care tools and 
frameworks mandated by the Scottish Government.  
Chapter Five: Chapter Five: “Difficult visits…to difficult patients….at the 
expense of your other paperwork…and meetings” and “they are a social 
care setting and – and we only cover nursing care homes”: factors 
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influencing the social organisation of medical and nursing work in the RCH: 
This chapter presents an outline of the data I gathered from a GP participant 
and from a documentary analysis of one aspect of GP remuneration. It 
demonstrates the way in which GPs were not remunerated for work associated 
with the DNACPR form for most RCH residents but were pulled into other forms 
of income generating work for the GP practice. This chapter also draws on my 
own knowledge about how the NHS Care Home Liaison (Nursing) Team was 
socially organised to exclude RCH residents from their caseload.  
Chapter Six: “Trying to prevent hospital admissions by re-structuring 
care” and “our expectations are the same”: factors influencing 
conversations about “serious illness” in the RCH. This chapter presents data 
gathered from a palliative care facilitator who was socially organised to 
promote advance care planning in care homes through the My Thinking Ahead 
and Making Plans document as part of a larger Scottish Government initiative 
to reduce NHS spending on those over 75. It also presents a review of the 
authorised literature on advance care planning, CPR and data gathered from 
a Care Inspectorate Health Advisor (CIHA). The CIHA was socially organised to 
classify the presence of the DNACPR form and staff attendance at educational 
events about the DNACPR policy as evidence of quality palliative care being 
delivered in care homes – through textual practices associated with advance 
care planning work and other activities. The inspection criteria was the same, 
no matter the staff group working in the care home or the level of external 
support from NHS doctors and nurses available to the care home staff and 
residents. The work of both participants influenced the topics SSCWs 
discussed with family members at routine care review meetings, and drew 
SSCWs into work that met the needs of the care home company – to maintain 
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a high quality grading – and the needs of the Scottish Government - to reduce 
NHS spending – but did not meet the SSCWs need for medical support with 
what is classified in the DNACPR policy as a medical decision. 
Chapter Seven: Putting it all together: ruling concepts and practices, 
explanations and conclusions: This chapter weaves the threads uncovered in 
this research together to demonstrate how RCH staff and others took up ruling 
concepts and practices without reference to what was actually happening. In 
so doing they (intentionally but unknowingly) took up the very tools of 
oppression that dominated and overpowered their own and others lives.  The 
study concludes that the contribution to knowledge generated by this 
research will be to show SSCWs and others how they unknowingly participate 
in taking up actions that are not in their own or others interests. It is hoped 
that this will be the basis of changing the conditions of SSCWs and others lives 
- thereby advancing anti-oppressive work.  
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Chapter Two: Finding a place to begin, and finding a way to 
proceed: Institutional Ethnography 
2.1 Introduction 
In relation to nursing research in the UK, I have chosen a relatively new 
method of inquiry to answer my research question: Institutional Ethnography 
(IE) (Smith 1987, 1990, 2002, 2005, 2006). IE could be described as a process 
of empirically exploring and mapping powerful ruling knowledge practices 
which are always present but typically unseen in relation to understanding 
how and why things happen as they do in everyday working life.  
IE begins in the everyday working lives of those whose 
standpoint/subject position has been adopted. Therefore to root the writing 
of this chapter in that subject position, Part One of Chapter Two includes two 
more vignettes. The vignettes are constructed from stories reported to me by 
Senior Social Care Workers (SSCWs) working in RCHs. I will use the first 
vignette to explain and discuss the fundamental aspects and terminology of 
IE and also explain why I decided to adopt the standpoint/subject position of 
SSCWs working in a RCH. I will use the second vignette to outline how I came 
to my research question – which is focused on uncovering the way in which 
SSCWs knowledge and experience was subordinated to official or authorised 
knowledge practices about death and dying. The entry point into this inquiry 
concerned the requirement to have a Do Not Attempt Cardiopulmonary 
Resuscitation (DNACPR) form in residents’ care files to prevent CPR 
automatically being carried out when s/he died. I chose to follow the thread 
of CPR and the DNACPR form in this research because I felt it represented an 
extreme example of important but under-represented problems and 
contradictions present in the work of SSCWs. The key objectives of this 
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research were firstly to treat the SSCWs as expert knowers of their world – in 
that they knew their way around that world and knew how work was done 
within it – and secondly to explore and explain how the world of the SSCWs 
was tied into specific forms of knowledge that authorised, categorised and 
directed work in the RCH in ways which did not meet SSCWs needs for medical 
(and nursing) support.  
Part Two of this chapter goes on to describe and discuss the specific 
principles of procedure I adopted for this study. This includes detailing: the 
problematic (or point of tension) identified for this study; how the research 
question was finalised; how the data collection and analysis proceeded; and 
why I chose to include vignettes and maps in this thesis. Part two ends with a 
brief discussion of challenges encountered during the research process. 
2.2 Part one: Choosing the method of inquiry 
As outlined in Chapter One, I was concerned about the lack of support that 
RCH staff told me they experienced from doctors (and nurses) as residents 
with dementia became sick and died.   
My research question at the beginning of this study, before I settled on 
IE as the method of inquiry, was very broad, and conceptual: how is palliative 
care organised for RCH residents with dementia in Scotland? To answer this 
question I first considered using Action Research or Case Study Research, but 
then I listened to two online lectures. The first was given by sociology 
professor Dorothy Smith, the original theorist of IE. She explained how IE could 
be used to explore how and why troubling experiences occurred as they did 
(University of Oregon 2010). The second was given by Dr Janet Rankin (British 
Columbia Nurses Union 2010) a nurse researcher who used IE to uncover how 
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powerful management systems had overtaken nursing work and negatively 
affected patient care (Rankin and Campbell 2006). After further reading about 
how IE had been used to investigate other healthcare issues and inequalities 
(Campbell 1984, 1988, Campbell and Gregor 2002, Diamond 1992, 2006, 
Mykhalovskiy 2001, 2003, Mykhalovskiy et al. 2004, Lane et al. 2010) I was 
persuaded that IE could offer a means of understanding how institutional 
practices were impacting the (dis)organisation of care for people who were 
sick and dying in RCHs. It also offered a means of empirically mapping the 
problems that characteristically arose as a result of those institutional 
practices. This meant the research could be useful and productive in terms 
of: raising awareness about the problems facing the staff group whose 
standpoint/subject position I took; pinpointing how and why those problems 
had arisen; and offering recommendations for change.  
2.2.1 Philosophical assumptions of IE 
Like all methods of inquiry, IE comes with a history and underpinning 
philosophy. This history and philosophy commit the researcher to a particular 
stance in relation to what she can see and know during the research process. 
They also commit the researcher to adopting a position about who she is vis-
a-vis research participants.  
The historical backdrop to IE originated in Dorothy Smith’s 
consciousness raising experiences in the North American women’s movement 
of the 1970s: 
As women we came together to talk, knowing only that we had 
something to talk about, much to talk about; but what we would talk 
about was, at the outset, without a name…Within the consciousness 
raising we practiced in many forms…the transformative step became 
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naming our experiences and constituting thus an inter-individual 
territory among us as subjects who could now speak our experiences; 
our spoken or written experiences could thus become the bases of 
political organisation and activity. We became subjects for each other 
in a new way. (Smith 2005:78-79) 
From this starting point of consciousness raising and naming, Smith developed 
IE as a systematic and scholarly method of inquiring into women’s experiences 
of power and/or oppression by uncovering the always powerfully present but 
usually unrecognised institutional practices that influenced and directed their 
lives (Smith 1987)6. By focusing on institutional practices, and how knowledge 
about those practices is socially organised, IE rejects theoretical constructs 
such as race, gender, sexuality or socio-economic status as the primary 
explanations for how everyday experiences happen as they do (Campbell and 
Manicom 1995, mith 2005). Instead, it aims to explore, discover and illuminate 
how troubling episodes are often unintentionally but systematically, 
administratively and institutionally (dis)organised. Its purpose is to raise 
awareness of how troubling episodes are experienced in people’s lives and 
how they result in oppression and/or negative outcomes: such knowledge may 
lead to recommendations for change.  
As a sociologist, Smith was influenced by the work of a range of scholars 
such as Karl Marx (1954), George Herbert Mead (1938) and Mikhail Bakhtin 
(1981). She took Marx’s ideas about materialism, the economy and relations 
of exchange; Mead’s ideas about symbolic interactionism as co-ordinating 
features of people’s actions; and Bakhtin’s ideas about conversational 
                                                          
6 Smith has since broadened the applicability of IE as a method of inquiry into any situation where any 
person faces any kind of oppression (Smith 2005).  
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analysis. She then constructed a conceptual framework for understanding how 
the social world is organised. Although the philosophical underpinnings of IE 
are constructed from scholarly theories and concepts, the practice of IE is 
always firmly grounded in the embodied day-to-day happenings of everyday 
life. Therefore an IE does not begin in the library or in the conceptual world 
of theories and/or ideas, such as the conceptual practices that are 
categorised as “palliative care”; nor does a literature review carry the 
framing authority for a study that a conventional literature review does – 
although a review of the authorised literature (found in Chapter Four) is both 
important and necessary. Rather, IE’s analysis begins (and remains) in the 
embodied experience of people who are involved in a fairly routine, but 
somehow puzzling or troubling activity. By never substituting theory for 
analytic interest in people’s talk, activities and work with texts, it aims to 
uncover how that group’s knowing has been socially organised - by what 
authority and using what methods.  
IE is an inquiry into social relations and the social organisation of 
knowledge and power, however in IE the social is not defined in terms of 
personal relationships. Rather, the social is described as any activity that 
people are doing with purpose and intent which coordinates and is directly 
linked with the activities of others. This co-ordinating function is often 
achieved through the use of a variety of internal and external texts. 
Therefore, there are two sites of significance to the institutional 
ethnographer. Firstly, she is interested in the local setting (with local texts) 
where the issue under investigation has arisen and the inquiry begins and 
secondly, she is interested in the extra-local setting (with extra-local texts) 
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where the investigation leads.  Extra-local settings are any settings outside 
the local setting, but which influence and direct how everyday life in the local 
setting can proceed. For example, everyday care home work is influenced and 
directed by the everyday work of regulators and educators. The regulators’ 
and educators’ work is influenced by researchers’, legislators’ and policy 
makers’ work, and so on. Each person within these groups is considered as an 
expert knower of their own work, including how it is mediated through the 
use of particular texts relevant to their work, such as policies, procedures and 
protocols. Despite the influence each group of workers has on the experience 
of others, what one group knows about what actually happens does not extend 
very far into the (textually mediated) work of others in the wider group. IE 
was designed to bridge that gap. Investigating an issue from local and extra-
local sites means that IE is not confined to what can be observed directly, nor 
is it restricted to what research participants have directly experienced. 
Rather IE is a method of inquiry that can be used to uncover the extended 
bureaucratic, legislative, professional and economic relations impacting and 
directing the production of local events and local activities – as those 
activities have been mediated through the use of texts. In IE administrative 
and governance texts such as protocols, pathways and policies are known as 
relations of ruling because they co-ordinate peoples thinking and people’s 
acting at work (Smith 1987, 1990, 2002, 2005, 2006). Finding, following and 
mapping the specific relations of ruling that come to bear on the experience 
under inquiry is a major part of the work of IE. In this way: 
The ethnographer is not looking for agreement among different 
informants, but for the intersections and commentaries of their 
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different accounts in the (social) relations that coordinate their work 
(Smith 2005:63).  
The aim is to discover, highlight, and map the particular work processes, 
intersections and discourses that have coordinated and produced the 
experience under inquiry. Smith states:  
The investigation of textual practices makes visible many phases of 
the organisational discursive processes that are otherwise 
inaccessible. In particular, the formality, the designed, planned and 
organised character of formal organisation depends heavily on textural 
practices, which coordinate, order, provide continuity, monitor, and 
organise relations between different segments and phases of 
organisational courses of action etc. (Smith 1990:217). 
While IE seeks to track and discover how experiences have been socially 
organised to happen as they do, its aim is not to find or expose “villains” - 
people who have set out to produce negative outcomes with malicious 
forethought and intent. This is because the production of negative outcomes 
in modern institutional settings is a complex matter, typically produced 
inadvertently by people who view themselves as helping others in some way, 
and who are going about their everyday accountable working practices in good 
faith (Smith 2005).  
2.2.2 Learning to notice the relations of ruling 
As is typical in studies using IE, the process of refining exactly what I was 
going to investigate, and exactly what I was going to look into involved a 
prolonged period of “stumbling about” (Diamond 2006: 47). DeVault and 
McCoy (2002:755) describe this phase of the IE research process as: 
rather like grabbing a ball of string, finding a thread, and then pulling 
it out; that is why it is difficult to specify in advance exactly what the 
44 
 
research will consist of. IE researchers know what they want to 
explain, but only step by step do they know who they need to 
interview, or what texts and discourses they need to examine.  
To grab the ball of string and find a thread, Campbell and Gregor recommend 
beginning an IE by writing up an account that contains a puzzling event and 
then noticing the organising features, or relations of ruling, embedded in that 
account. Beginning with actual events gives an entry point into the inquiry, 
and gives the researcher an opportunity to start learning about the topic 
under investigation “as those who live it know it” (Campbell and Gregor 
2002:47).  
To follow this protocol I constructed vignette 2. This vignette also 
demonstrates the importance of my decision to adopt the standpoint of SSCWs 
from RCHs - an important but typically under-represented and under-
researched group of workers.   
The events described in vignette 2 were reported to me during the 
course of my everyday work (to discuss and promote the implementation of 
the SPAR register in care homes) by three different people over an eight week 
period. I constructed the vignette shortly after those conversations took 
place. I have highlighted some of the relations of ruling embedded in vignette 
2 in bold text. This is to draw the reader’s attention to the varied and complex 
aspects of the institution that powerfully entered into, directed, and at times 
restricted, the range of actions that were open to the SSCWs. I also wanted 
to highlight some aspects of the institutional discourse used in describing 
events at work. Institutional discourse does not name people as the individuals 
that they are in actuality, but rather defines them in terms of the pre-given 
categories that they occupy within the world they describe (e.g. resident 
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rather than older adult with needs, care home staff rather than person who 
offers another person support, power of attorney rather than person who 
speaks on behalf of someone unable to speak on behalf of themselves etc.). I 
have also highlighted other forms of institutional discourse such as diagnostic 
labels and care settings because it is important to begin to see how these pre-
given categories determine (and restrict) the functions and activities that 
could take place within the context of this RCH.  Constructing these vignettes 
built my capacity to notice the social organisation of ruling and ruling 
practices as they were embedded in everyday care work in the RCH. They also 
directed me to the next stages of data collection. 
2.2.2.1 Vignette 2  
Resident B is an 84 year old woman with advanced dementia. She is cared 
for in RCH B, which is staffed entirely by social care staff.   
 A bowel screening kit had arrived to screen Resident B for bowel 
cancer. Staff followed the usual protocol when making decisions for Adults 
with Incapacity: they discussed the test with Resident B’s (elderly and well-
intentioned) husband because he was her welfare power of attorney. 
Resident B’s husband felt that “everything should be done” for his wife, 
and in his role as welfare power of attorney he said that he wanted care 
home staff to carry out the test as soon as possible. The perspective that 
“everything should be done” had also led this man to refuse a Do Not 
Attempt Cardiopulmonary Resuscitation (DNACPR) form for his wife.  
Staff had difficulty obtaining a bowel sample to complete the test 
because the resident had recently become constipated. The constipation 
was discussed with Resident B’s GP over the telephone. The GP prescribed 
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two sachets of a mild laxative per day over the week-end. Care staff felt 
uneasy about the prescribed treatment for constipation and the bowel 
screening test. They thought both were “too much for Resident B to cope 
with”. However, they said they had “no option” about how to act in this 
instance because they had received direct instruction from Resident B’s 
welfare power of attorney and had a specific medical order to follow and 
prescription to administer.   
 The prescribed laxative needed to be dissolved in at least 125mls 
water. Resident B had difficulty swallowing this volume of thick and 
unpleasant tasting liquid. She refused to eat her evening meal, breakfast, 
or lunch the following day. She experienced frequent episodes of loose 
bowel movements over the next three days. This meant she required more 
frequent assistance with personal hygiene which was uncomfortable 
because her limbs were stiff and contracted. Increased bowel activity also 
quickly resulted in red and painfully excoriated skin.  
 Resident B seemed to be experiencing abdominal discomfort from 
the laxative and pain from her excoriated skin. This was discussed with the 
GP over the telephone. The laxative was discontinued, and an anti-
spasmodic medication was prescribed along with medicated lotion. 
However, she had become weak and dehydrated, and after another 
telephone discussion with her GP she was hospitalised for a short period. 
She was discharged from hospital within two days of admission with a 
DNACPR Form in her notes and a recommendation from the hospital 
consultant that she not be admitted to hospital again but cared for in the 
RCH till she died. The form and the recommendation produced tension in 
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the relationship between care home staff and the family. However, the 
SSCW assigned to this woman’s care said by returning from hospital with a 
DNACPR form the issue of CPR had “thankfully been taken out of her 
husband’s hands”.  
      These events marked the beginning of Resident B’s final period of 
deterioration. She died in the care home few weeks later - with occasional 
telephone support from the resident’s GP and a brief daily visit from a 
district nurse who was assigned to look after a syringe pump that helped to 
manage Resident B’s pain in the last week of her life. 
2.2.2.2 The social organisation of Vignette 2  
The expert knowledge of the SSCW related to this account is at the forefront 
of how I use this vignette as data.  
RCH staff said they felt pressured into taking actions that were not in 
the best interests of the resident they were employed to care for. They knew 
about what it meant to carry out a test for bowel cancer and what an 
appropriate dose of laxative was. They also knew that making a DNACPR 
decision for this woman was a medical rather than a family matter. In their 
view: the test and the dose of medication were “too much” for Resident B; 
and her husband did not understand what CPR would involve for his wife. They 
knew that being without a DNACPR form placed the care home staff and the 
resident in a vulnerable position when she inevitably died at the end of a long 
illness (they knew this from previous experience: see vignette 3 – 2.2.3.1). 
Writing this vignette from the standpoint of those who were involved in an 
actual situation helped me recognise the SSCWs knowledgeable work of caring 
for older adults with needs. It also helped me recognise that they had 
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knowledge about being unable to reliably access a sufficient level of support 
from doctors (and nurses) when they needed it. In the account in vignette 2, 
this meant that RCH staff knew they were expected to manage the care of a 
woman with dementia, who was only a few weeks from death and 
experiencing difficult symptoms, only with occasional telephone support from 
her GP – typically initiated by RCH staff rather than the GP. They also knew 
that nurses were routinely absent in such cases – unless the person had a 
“nursing” need, such as setting up and managing a syringe pump (vignette 2) 
or delivering mouth care supplies (vignette 1). As in vignette 1, my 
professional nursing view was critical that there was not direct nursing input 
to guide or support this woman’s care other than as it related to a specific 
task.  
Writing and analysing this vignette, also helped me recognise that RCH 
staffs’ complaint of having little in the way of control in this situation was 
more than a feeling. This is because their work knowledge was systematically 
subordinated to institutional and professional dictates. Their actions had to 
be co-ordinated with specific internal care home policies (e.g. gaining consent 
for treatment and administration of prescribed medications etc.), specific 
external laws (e.g. The Adults with Incapacity Scotland (2000) Act), a range 
of governance and legislation processes around the licencing, prescribing and 
dispensing of medication, national guidelines on CPR and the DNACPR form, 
and the specific medical instructions of the resident’s GP. The care home 
staff, as expert knowers of their world, understood that they were 
accountable for gaining consent to carry out the screening test from the 
resident’s welfare power of attorney, they were accountable for discussing 
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the topic of DNACPR forms at review meetings and they were accountable for 
administering the prescribed medical treatment – even although they 
understood that the test, CPR and the dose of medication were inappropriate 
based on this woman’s overall condition. The SSCWs knowledge was not taken 
up by doctors, who had expertise related to a) discovering the cause of this 
woman’s constipation and prescribing an appropriate treatment and b) 
deciding on the (in)appropriateness of the screening test for bowel cancer and 
CPR as an intervention for an elderly woman with advanced dementia who 
was in the final weeks of her life. Neither was the SSCWs knowledge taken up 
by nurses who had expertise related to a) managing constipation and other 
common problems experienced by a person who is dying and b) knowing how 
to access specific support from doctors – and other members of the health 
care team.  
In this instance, the SSCWs had knowledge and experience which could 
have been useful in planning the care this woman actually needed, but the 
range of actions open to them and other RCH staff was largely determined 
and co-ordinated by people else-where and else-when. Critically the people 
with ruling power in this situation were people who did not visit and assess 
the resident. Rather they worked variously in in a distribution centre which 
posted tests based on computer generated lists, in a GP surgery where GPs 
time was carefully managed, in a community healthcare office, where district 
nurses time was also carefully managed, and in a lawyer’s office where powers 
to act on behalf of another were recorded and authorised. In this way 
powerful relations of ruling that co-ordinated what happened in this account 
were produced. If SSCWs, or any other RCH workers, had chosen not follow 
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the actions they were directed to take by the doctor, the legally appointed 
proxy decision maker, or the management systems organising the work of 
doctors and nurses, their behaviour could have been categorised as 
incompetent or even illegal.  
Constructing vignette 2 and identifying some of the ways the relations 
of ruling organised what actually happened helped me begin to recognise the 
powerful but mostly unrecognised forces at work in this episode of care. 
Rather than looking to the RCH staff to understand the way this case 
developed I considered these happenings as clues about the possible 
(dis)connecting of people’s practices – practices that, as a result of this 
research, I have come to recognise as drawing RCH staff into external policies 
and agendas that are not unfolding in the best interests of residents or staff.  
  What is notable, regarding the IE method of inquiry, is recognising 
that the staff who described the events cited in this research participated in 
activating the relations of ruling and bringing the circumstances about by their 
actions. In vignette 2 participation included speaking to Resident B’s husband 
about the bowel screening kit and CPR as an intervention, and administering 
the medication prescribed by the GP. They activated the relations of ruling, 
taking them for granted, as they went about their everyday working lives. 
Indeed their actions complied with their professional standards and 
organisational structures. Despite complying with these standards and 
structures, the outcome in this instance was an episode of prolonged pain and 
discomfort for a woman with advanced dementia who was in the final weeks 
of her life.  
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There is a significant gap in our understanding about how episodes such 
as those in vignette 1 and 2 are produced - and re-produced. Understanding 
such gaps is the aim of this study using IE. 
2.2.2.3 Adopting a standpoint    
Smith first identified her method of inquiry as a “sociology for women” (1987). 
Important to this sociology, or method of inquiry, is establishing a standpoint. 
Establishing a standpoint, or subject position, provides the researcher with a 
starting place for an inquiry rather than being a “means of identifying any 
socially determined position or category of position in society” (Smith 2005: 
10). In adopting a subject position, or standpoint, the researcher is not 
interested in favouring the knowledge of one group over another, but in 
rooting the study in the social location of a group experiencing a problem. 
The purpose of adopting this subject position is to look out and empirically 
discover the social relations that connect and co-ordinate the standpoint 
group’s activities with the activities of others in a way that acts to produce 
the experience under investigation. Smith has since broadened the language 
she uses to identify IE from a sociology for women to a “sociology for people” 
(2005) in recognition that it is not only women who are organised in ways that 
subordinate and over-rule their knowledge about what is actually happening.  
Smith identifies IE as a method of inquiry into how local experiences 
are organised and coordinated in ways that do not make sense in the context 
of people’s everyday lives (Smith 1987). For example, it did not make sense 
to the SSCWs in vignette 2 that an elderly woman with advanced dementia be 
tested for bowel cancer when they knew she was too frail to undergo further 
testing for that condition, or the medical or surgical procedures available as 
treatments. Additionally, RCH staff in vignette 1 and 2 knew they needed 
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medical support to provide care for residents who were sick and dying. They 
attempted to get help from doctors (and sometimes nurses) and it did not 
make sense that the level of help and support available was focussed on single 
symptoms in isolation of the context - and the knowledge of the RCH workers.  
SSCWs are a group of RCH workers caring for a group of older people in 
need of care and support. Both groups are predominantly female. The work 
and experiences of SSCWs are important, but knowledge about their work and 
knowledge about the problems that they face are not well known or 
understood, partly because they have received little research attention – even 
though their work has undergone massive changes since the 1990s. Therefore, 
I decided it was important to adopt the standpoint of SSCWs to understand 
why that group are expected to manage sick and dying residents with minimal 
support from doctors and nurses – as described in vignette 1 and 2. I also felt 
it was important to adopt their standpoint to disrupt the taken for grantedness 
of the work processes that were problematic for the SSCW by studying the 
social organisation of those work processes (Campbell and Gregor 2002). 
2.2.2.3.1 Regulating care work and care workers 
To work as a SSCW a person must register with the Scottish Social Services 
Council as a Supervisor in a Care Home Service for Adults. The SSSC is a body 
created by the Regulation of Care (Scotland) Act 2001 (Scottish Government 
2001) and established on 1 October 2001. The Regulation of Care (Scotland) 
Act 2001 (Scottish Government 2001) charged the SSSC to deliver on five main 
tasks:  
1. To establish registers of key groups of social service workers. 
2. To create and publish codes of practice for all social services staff 
and their employers. 
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3. To regulate the conduct of all registered workers. 
4. To regulate the training and education of the workforce. 
5. To undertake the functions of the National Training Organisation for 
the Personal Social Services (Scottish Government 2007).  
Establishing a compulsory register to include all social services workers has 
been a significant undertaking for the SSSC, therefore compulsory registration 
has been a long-term project that has been phased in on a staff group by staff 
group basis. Registration began 2003 with the registration of all Social 
Workers. It is due to end in 2020 with the registration of the final group to 
join the register, Home Care Workers (Scottish Social Services Council 2014).  
At the research site, registering as a supervisor meant that SSCWs had 
to agree to work toward attainment of a Scottish Vocational Qualification 
(SVQ) 3 in Social Services and Healthcare within the first five years of 
registration. Workers were authorised by the SSSC to “act up” in a role that 
they were not registered to practice/perform for a maximum period of six 
months – such as a Social Care Worker (SCW) “acting up” as a SSCW. After 
appointment to a new permanent position – such as promotion from SCW to 
SSCW - workers have a six month period to update their registration with the 
SSSC. Care workers at the research site were not required to possess any 
formal qualification before taking up their posts. The SSSC state that: 
…the Register for social service workers is function based, rather 
than qualification based. This means that an applicant must be 
carrying out the relevant duties in a service registered by the Care 
Inspectorate , rather than holding specific qualification (Scottish 
Social Services Council: MySSSC guidance 2014:10) 
It is worth noting that despite the increased responsibility for managing the 
needs of frail older adults, the practice based qualification required for 
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Supervisors (called SSCWs at the research site) (Appendix 45) is no different 
than the qualification required to work as a Practitioner (called a Social Care 
Worker at the research site) (Appendix 46).  
There are two parts to a Supervisor’s qualification requirements. The 
first part is a practice qualification, the second part is a supervisory 
qualification. The practice qualification that participants at the research site 
were either working towards, or had already attained, was the SVQ 3 in Social 
Services and Healthcare (Award code GH60 23) (Appendix 47). The SVQ 3 in 
Social Services and Healthcare is designed to demonstrate occupational 
competence in the knowledge and skills needed to perform roles that are 
described as “complex and non-routine” (Scottish Qualifications Authority 
2013:3). SVQ 3 qualifications are deemed appropriate for those with 
“considerable responsibility and autonomy, and control or guidance of 
others” (SQA 2013:3). It is classified as a vocational rather than an academic 
qualification. It has eight practice based and assessed modules built around 
the National Occupational Standards. According to the qualification structure 
(Appendix 47), there are four compulsory units in the qualification, and four 
elective units. The compulsory units include: (H5RY 04 (SCDHSC 0031) 
Promote effective communication. This unit is worth 9 credit points, where 1 
credit point is considered equal to 10 hours of effort meaning this unit should 
take the average learner 90 hours to complete. Other compulsory units 
include: H5LD 04 (SCDHSC0032) Promote health, safety and security in the 
work setting (10 points and 100 hours); H5LE 04 (SCDHSC0033) Develop your 
practice through reflection and learning (9 points and 90 hours); and H5SO04 
(SCDHSC0035) Promote the safeguarding of individuals (9 points and 90 
hours). The four elective units have 93 options for candidates to choose from. 
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Elective unit topics cover a wide range of subjects such as: (H5S1 04 
(SCDHSC0328)) Contribute to the planning process with individuals; (H5S5 04 
(SCDHSC0332)) Promote individuals’ positive self-esteem and sense of 
identity; (H5T1 04 (SCDHSC0385)) Support individuals at the end-of-life; and 
(H5TY 04 (SCDHSC3121)) Promote the effectiveness of teams. Candidates are 
encouraged to choose the units that most closely match their work role.  
 To achieve this qualification candidates must attain 69 and 84 credit 
points in total. Although there could be a potential difference of 150 hours 
study time between candidates depending on the units chosen, the 
assessment method for this qualification makes it difficult to know how many 
hours are required to complete it. This is because:  
a simple activity can provide some evidence toward completing a 
significant number of units. Activities such as a care planning review 
or meeting with other carers can provide a considerable amount of 
evidence (Morris and Hill 2007:140).  
Therefore, the evidence generated from one episode of care, such as a care 
review meeting, can be used to gain credit points in more than one unit. While 
this makes practical sense, it leads to a lack of clarity about the actual hours 
needed to complete this qualification.  
Participants at the research site had taken just over a year to work 
through eight units, which were assessed through a process of internal and 
external verification. Assessment methods included direct observation of 
working practices and discussion about what has been gathered and written 
in an evidence folder. The average cost for this qualification is £1300, some 
of which staff at the research site raised through government funding schemes 
and some of which the care home company paid on the condition that workers 
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remained in the companies employ for a year post-qualification. If they left 
before this time, they became liable for repaying the employers contribution 
toward the qualification to the company. 
2.2.3 Identifying the problematic and the research question 
As I was teaching care home staff about how to care for people who were 
dying with/from conditions that could not be cured in the context of my 
professional role, it became clear that there was significant anxiety around 
the topic of Cardiopulmonary Resuscitation (CPR). Vignette 3 describes an 
example of why the topic of CPR produced anxiety among care home staff. It 
describes unsuccessful resuscitation attempt at the research site. It left all 
who needed to become involved feeling anxious and distressed. This vignette 
is followed with another preliminary explication of the events using IE. My aim 
is to continue to uncover what is typically unnoticed and unseen in such 
accounts.  
2.2.3.1 Vignette 3  
Ninety six year old Resident C, with a diagnosis of advanced 
dementia, was dying in RCH B.  Her death was not unexpected by the care 
home staff or her family. She died peacefully at 9pm, with a care home 
staff member holding her hand as her family made their way to the care 
home.  
Shortly after the death, the staff member followed the care home 
protocol and legal requirements and called the call centre taking calls for 
the out-of-hours service, NHS 24. She did this because she wanted a doctor 
to come and verify the death. Verification of death includes a clinical 
examination by a qualified healthcare professional to confirm that a person 
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is clinically dead. It was important that verification of death was carried 
out in a timely fashion. Firstly, and most importantly to minimise delays in 
communicating sensitive information about the resident’s death to her 
family members. Secondly, to begin the process of having Resident C’s body 
removed from the home by the funeral director appointed by her family.  
As the RCH staff member was social carer rather than a qualified 
healthcare professional, she was not permitted to say that the resident had 
died. So she reported that the resident was pulseless and not breathing, 
despite actually knowing that the resident had died a number of minutes 
beforehand. 
The call centre at NHS 24 had its own policies procedures and legal 
requirements. As such the call handler’s questions and responses were not 
her own but prompts and algorhythms on her computer screen. The NHS 24 
call handler said she had to clarify the situation and asked the care home 
staff member to confirm if the resident she was calling about was breathing 
and had a pulse. The resident did not. The next question asked was: did the 
resident have a “Do Not Attempt Cardiopulmonary Resuscitation” 
(DNACPR) form? Resident C did not. The next instruction given was to 
commence cardio pulmonary resuscitation (CPR) and continue until the 
paramedics arrived.  
          The care home staff member stated that she was 
uncomfortable about commencing CPR on this resident. The NHS 24 call 
handler acknowledged the difficulty of the situation, but repeated the 
instruction to commence CPR and continue till the paramedics arrived. 
58 
 
 Against her best judgment the care home staff member commenced 
CPR.  
          Ten - fifteen minutes later the paramedics arrived.  
The paramedics followed their protocol for responding to the 
(reported emergency) situation of a person (now classified as a patient 
rather than a resident) in cardiac and respiratory arrest. In this case that 
included: arriving at the care home in an ambulance with a blue flashing 
light and siren; running through the home to reach the patient as quickly as 
possible; removing the patient from the soft surface of her bed to the hard 
surface of the floor to facilitate more effective CPR; cutting her 
nightclothes to expose her chest; re-commencing chest compressions and 
rescue breaths; and administering electric shocks with a defibrillator in an 
attempt to restart the patient’s heart. Care home staff reported that this 
procedure continued for a further 5 -10 minutes.  
 The attempted resuscitation was unsuccessful.  
After the paramedics confirmed that the patient was dead, the care 
home staff had to find a way to get the Resident C’s body off the floor and 
back into the bed. They wanted to “tidy her up”, before telling the family 
she had died, or allowing them to see her. They were unsure about what to 
tell the family about the failed resuscitation attempt.  
 Care home staff reported that they felt traumatised by this 
experience, which they said they had little control over (“had to follow 
procedures”). They stated their belief that it violated Resident C’s dignity 
in a number of ways and as a result they felt they had let the resident and 
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her family down. They also reported it had distressed residents in nearby 
rooms who were in bed for the night and were frightened by all the noise 
and commotion. 
 Paramedic staff told the care home staff that they too felt disturbed 
by this experience, which they said they had little control over (“had to 
follow procedures”). They agreed that it had violated the patient’s dignity 
and distressed other residents. 
 
2.2.3.2 Noticing the social organisation in vignette 3 and formulating a problematic    
This is another disturbing and puzzling account of an incident that deeply 
affected all the people who were involved in it, not least Resident C’s family. 
This story was reported to me by the SSCW involved in the incident, the care 
home manager and two other members of the care homes’ staff. I wrote the 
vignette from my memory of those conversations and from my knowledge of 
the institutional processes they describe.  
As in vignette 2, it would be easy to blame this outcome on the level 
of competence or incompetence of any of the individuals involved. However, 
this was not the only such case reported to me by RCH and NCH staff. When 
staff working for a variety of organisations report similar happenings over a 
period of time, attributing those happenings to individual behaviour becomes 
an insufficient analysis.  Looking at the situation described in vignette 3 
through the lens of IE, and from the standpoint of the SSCW, I began to see 
specific (dis)junctures within this situation – (dis)junctures where the SSCWS 
embodied knowing of the situation – which was that an elderly woman had 
died peacefully in their care, and that her death was expected – had been 
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overruled and subordinated by other more dominant knowledge. Rather than 
responding to this event as a peaceful and expected death it was abstracted 
into a medical emergency that required the immediate application of CPR and 
subsequent attendance of paramedic staff to continue that intervention and 
assess for further action. That this SSCWs work knowledge - gained from on 
the job experience - was over-ruled made sense to someone somewhere, but 
make no sense to the SSCW or the bereaved family. This is the point of tension 
in this account. It is also the point at which dominant knowledge organises 
subsequent actions without reference to what is actually happening at the 
scene. The death needed to be verified by a doctor. To get a doctor out of 
hours required a call to NHS 24. The NHS 24 call handler’s work at the call 
centre was organised to activate a predetermined algorithm on a computer 
screen and direct CPR from afar. These events could have been avoided if the 
resident had a DNACPR form issued by her medical practitioner. This sequence 
of actions are organised by specific ruling practices. They compelled the SSCW 
to become involved in a procedure she felt was both inappropriate and out of 
alignment with her wish to treat the resident’s body with respect, and to 
support the resident’s family to sit peacefully with their recently deceased 
relative to say goodbye. In the process of carrying out her accountable work 
she activated a complex and interlinked web of ruling relations involved her 
in producing a traumatic and distressing episode for all who were involved.   
In the language of IE, the care home staff and the paramedics were: 
built into a specialized complex of objectified forms of organisation 
and consciousness that organise and co-ordinate people’s everyday 
lives (Smith 2005:18). 
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As a result, the staff were not free to influence or respond to the situation in 
front of them in the way they thought best because they had to “follow 
procedures” Textually mediated “procedures” positioned them:  
 Outside…her or his own experience of an event of which she or he had 
been part. (Smith 2005:28). 
In IE, accounts like those in vignettes 1-3 are used as data to explicate the 
disjuncture between the experience and work knowledge of those who are 
physically present in a situation and the ruling institutional practices.  
Writing and reflecting on vignette 2 and 3 supported me in formulating 
a research problematic. A problematic is created from the actual material 
conditions of people’s lives. It is focussed on the way in which those whose 
standpoint has been adopted are organised to participate in particular 
institutional practices.  The problematic for this study was to explicate how 
SSCWs had come to stand at a difficult juncture between having responsibility 
to care for older people with dementia - whose overall condition would 
inevitably deteriorate and result in death – within the bureaucratic and legal 
practices that surrounded death and dying in the RCH. The bureaucratic and 
legal practices included the routine application of CPR in the absence of a 
DNACPR form. I felt this was an important area on which to focus my research 
because staff told me no one who had been subject to CPR in the RCH had 
ever survived it – which ties in with research describing the survival rates for 
care home residents as being “consistently abysmal” (Lannon and O’Keeffe 
2010:20). Happenings in vignette 3 were also out of alignment with the Do 
Not Attempt Cardiopulmonary Resuscitation (DNACPR): Integrated Adult 
Policy (Scottish Government 2010:10) (Appendix 7) which states that: 
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In the situation where death is expected as an inevitable result of an 
underlying disease, and the clinical team is as certain as they can be 
that CPR would fail (i.e. realistically not have a medically successful 
outcome in terms of sustainable life), it should not be attempted. 
Resident C had died peacefully in the care home as an inevitable result of old 
age and underlying disease. Her death was expected by the staff. The care 
home staff were certain that CPR would fail in this instance – because she was 
already dead – but their knowledge was overruled and subordinated by the 
processes surrounding the verification of death, NHS 24 algorhythms, CPR 
processes and procedures and paramedics’ policies and practices.  
I felt it was important to understand how institutional practices related 
to death, dying and CPR in RCHs, because while individual staff members may 
come and go institutional work processes remain (Lane et al. 2010). This 
means that the social organisation of knowledge within institutions operates 
across times, locations and people. Therefore, even if all the practitioners in 
vignette 3 were removed and replaced by other practitioners the events would 
be organised to unfold in the same way. The SSCW would still have needed a 
doctor to verify the death; NHS 24 would have been called; and the directions 
to commence CPR would have been given in the absence of a DNACPR form. 
Indeed, if the SSCW, the NHS call handler or the paramedics had acted 
differently they may well have faced disciplinary action for being 
incompetent, because competence at work is directly related to employees 
adhering to policies and protocols.  
2.2.3.3 Finalising the research question 
The preliminary analysis of vignette 2 and 3, and my work knowledge about 
educational initiatives being implemented in the geographic area drew my 
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interest to: a) the Do Not Attempt Cardiopulmonary Resuscitation (DNACPR): 
Integrated Adult Policy (Scottish Government 2010); b) the focus of palliative 
care education initiatives (of which I was a part) and c) discussion of the 
DNACPR form in the RCH where SSCWs had been drawn into conversations 
about the DNACPR form with family members – to ask them for permission to 
obtain a DNACPR form from the resident’s GP. Although it had become routine 
practice in the RCH for SSCWs to discuss the DNACPR form with family 
members at care review meetings they told me they had been “pushed” into 
having this conversation “as a result of recent trainings and things”. They 
also said that they thought that a doctor, rather than themselves, should 
discuss DNACPR; that families were often surprised to be asked about the 
DNACPR form; and that families were often unhappy discussing the DNACPR 
form with SSCWs because they said they would have expected to discuss such 
things with a doctor. I knew that in my own care setting, a hospice, 
conversations that included discussion of the DNACPR form were initiated by 
senior medics. I also knew that, according to the DNACPR policy, discussions 
and decisions about DNACPR were the responsibility of senior doctors (or 
under certain circumstances senior nurses), so I was surprised that SSCWs 
were routinely involved in asking family members about the DNACPR form. As 
SSCWs described the process surrounding the DNACPR form as a point of 
tension I identified the DNACPR form and conversation as being of analytic 
importance in this study.  
The final research question became:   
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How has SSCWs work become tied into the medical, legal and bureaucratic 
practices that rule death, dying and DNACPR decision making in Scotland’s 
RCHs? 
In this study, rather than focussing on value judgements about the rightness 
or wrongness of individual workers actions, I focussed on identifying the 
powerful relations of ruling that influenced how SSCWs (and others) were 
coordinated to participate in the wider institutional processes.  
2.3 Part Two: Unravelling the ball of string and following the threads 
Part two will detail the procedures and processes followed during this study 
and the key challenges that influenced its progression. It concludes with key 
challenges faced during the research process.  
2.3.1 Principles and processes of data collection   
This study draws on two main research methods: interviewing and textual 
analysis. To learn about SSCWs work of caring for people with dementia who 
would inevitably deteriorate and die I conducted ten open-ended interviews 
between March 2014 and March 2015. I conducted interviews with two groups 
of participants from within the local site of the care home, SSCWs (n=4) (Semi-
structured interview schedule used with SSCWs: Appendix 6) and care home 
managers (n=3). I also conducted interviews with three participants whose 
work was extra-local but inter-related to work in the RCH. Extra-local 
research participants included: one GP with a joint role to provide medical 
care and lead palliative care initiatives in the community; one Care 
Inspectorate advisor with responsibility for advising on how to inspect the 
quality of palliative care provision within the care home; and one consultant 
physician with input to the national DNACPR policy making process.   
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All of the SSCWs at the research site were sent to education sessions 
on how to care for people with incurable conditions they would die from/with. 
This included awareness raising sessions on the Do Not Attempt 
Cardiopulmonary Resuscitation (DNACPR): Integrated Adult Policy (Scottish 
Government 2010) that I organised in the context of my professional work. 
Therefore, my own work knowledge is included as data. Within the distinctive 
IE formulation of the social organisation of knowledge, my professional 
location in relation to the standpoint location is used both as a source of data 
– in that I know what happens; and I know how death and dying can be handled 
differently to produce less suffering – and also as a point of interrogation.  
Within the ontology of IE, my presence and the record of my work 
knowledge are not considered a problem of bias that need to be overcome. 
Rather the organisation of my own knowledge is interrogated in the thesis as 
a way of understanding how knowing is organised, by whom and for what 
purposes (Campbell and Gregor 2002). Interrogating my work knowledge was 
challenging and frustrating at times because that knowledge is co-ordinated 
within powerful concepts and ideologies that often obscured what I could see 
and understand about what was actually happening. However, by maintaining 
a commitment to the standpoint of SSCWs I was able to bring key aspects of 
my work and knowledge into the analysis and mapping of the social 
organisation of the SSCWs experience (Section 4.3.3 and Maps 4 -6).  
The second method of data collection in this study is the use of key texts. 
Texts were given or indicated to me by research participants. I also used 
publically accessible material, including health and social care policy and 
guidance documents, health and social care reports and research, and articles 
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from academic journals. Textual analysis was an important feature of this 
project because, according to Smith (1987: 17):   
Texts are the primary medium (though not the substance) of power. The 
work of administration, of management, of government is a 
communicative work. Organizational and political processes are a form of 
action coordinated textually and getting done in words. It is an 
ideologically structured mode of action - images, vocabularies, concepts, 
abstract terms of knowledge are integral to the practice of power, to 
getting things done.  
The data collection process I followed is outlined below.  
1. Start with a social experience that produces a (dis)juncture for the 
group whose standpoint is being taken. Ensure that the social 
experience chosen is grounded in an experience of work (Smith 2006)7.  
The (dis)juncture identified for this research was those times and places 
when SSCWs knowledge about what was happening in the RCH when older 
people with dementia inevitably deteriorated and died was abstracted into 
institutional policies and practices that overruled what SSCWs knew about 
family members and residents and overruled what was needed to support 
a peaceful and dignified death. 
2. Gather data about the (dis)juncture through formal and informal 
conversations/interviews (Smith 2005).  
Ethics: to gain authorisation to conduct formal and informal conversations 
as a means of gathering data for this study, I applied and was granted 
ethical approval to proceed from the University Ethics Committee 
                                                          
7 According to Smith, work is any activity that “people do that requires some 
effort that they mean to do, and that involves some acquired competence” 
(Smith 1987:165). 
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(Appendices 9-11). In the second year of my study I had an unanticipated 
break in studies due to a prolonged period of ill health. After my return, 
the University Ethics Committee reviewed my application a second time 
and again granted permission to proceed (Appendix 12).  There were 
tensions between attempting to treat research participants fairly at the 
same time as satisfying and complying with the relations of ruling that 
governed the ethics committee of the university. One reason this produced 
tension was that the ethics procedures required that I adopt a top down 
approach to gain access to the research site and recruit participants 
(Appendix 10: E-mail dated 24th Aug 2011 (12.53): “You need to ensure 
permission…has been granted from….those responsible for the staff 
taking part in the study”). This need to ensure permission from the care 
home manager responsible for the SSCWs left some of them feeling that 
they were obliged to speak with me (which I explained was not the case 
as detailed in the section on recruiting below). The ethics procedures also 
required that I describe my research in detail before I found a thread of 
inquiry to follow (as highlighted in section 2.2.2 above) which made it 
difficult to complete the necessary application forms to gain approval. 
Access: To gain access to the research site I made telephone calls and 
arranged meetings with the manager of a RCH known to me from previous 
work-based projects. I introduced the broad topic of the research (which 
before I found a thread of inquiry to follow was: How is palliative care 
organised in RCHs?) and gained her consent to approach staff in the care 
home. I chose this home as the research site for a variety of reasons, the 
most important of which was the good working relationship I had already 
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built with the care home staff and management team making access to the 
site relatively straightforward and unproblematic8. 
Recruiting: I had already established trust and rapport with a number of 
the staff at the research site as a result of my professional role. To recruit 
SSCWs from this group an introductory poster (Appendix 13) was displayed 
in the staff area of the care home. At the same time information leaflets 
(Appendix 14) with response cards (Appendix 15) were given to SSCWs and 
the care home management team. Four appointments with SSCWs were 
made by a care home manager during work time, and I interviewed staff 
in a room in the RCH. At the beginning of the interview I explained my 
reasons for wanting to carry out the research – to understand how care was 
organised for RCH residents with dementia who were at the end of their 
lives. I also explained that I was interested in finding out about the work 
they did in a typical day, particularly as that related to: the work of 
admitting a resident to the care home; the work of caring for a person 
whose health was failing; and the work of caring for a person who was 
dying (Appendix 14). After hearing that they were not obliged to 
participate and that they could withdraw at any time all four SSCWs 
                                                          
8 Ease of access was particularly important for the progression of this particular project due to the 
competing demands of employment workload, family commitments and the ongoing health issues that 
I experienced throughout this study. As research is carried out by human beings it will always inevitably 
face challenges and constraints. The particular challenges and constraints impacting this particular 
study are not intended to be read as complaints, but as reflexive declarations of the specific influences 
surrounding this particular study. However, although there were factors influencing the choice of 
research site I do not consider that limitation as troubling in this instance. This is because the setting 
was viewed through the lens of IE where the activities taking place in a specific location are seen as “a 
step or moment in a sequence that hooks back into the institutions” (Smith 2006:136) that influences 
and co-ordinates the activity taking place in all settings of this type. This method of inquiry suggests 
that no matter where I would have started, the relations of ruling would have tied the local work of any 
SSCWs in any RCH to the regional/national/international work of those beyond their own institutions. 
This means that, no matter where it began, the inquiry would lead to the same end point. 
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volunteered to participate. In the first interviews I asked SSCWs to tell me 
about their work and how it was organised. This led staff to talk about 
care plans, specifically the “in the event of serious illness” section of the 
care plan, which led on to discussions about their concerns regarding the 
DNACPR form. As a result I focussed subsequent interviews with SSCWs on 
their knowledgeable work as it related to the DNACPR form, including the 
conversations they initiated with family members and the texts they were 
required to use.  
Each research interview pointed toward what I needed to ask in the 
next interview to begin the process of joining the dots in an ever wider 
and more complex web of interconnected extra-local processes (Smith 
2005) related to sickness, death and dying in the RCH. After speaking to 
the SSCWs I followed the clues embedded in those interviews. This led me 
to the RCH management team who audited the SSCWs work and were 
accountable for gathering and reporting on specific data to the Care 
Inspectorate and sending staff to educational sessions on “palliative care”. 
Talking with the care home management led me to a Care Inspectorate 
Health advisor who was accountable for advising on how care of those who 
were at the end of life should be inspected in care homes. It also led me 
to the leader of an educational initiative to “improve” the process of 
thinking and planning ahead for residents’ death and dying in care homes. 
This participant was a GP who spoke to me about her medical work and 
also her palliative care facilitation work. My own work knowledge, the 
knowledge of the palliative care facilitator the knowledge of the Care 
Inspectorate advisor led me to interview a Consultant Physician with 
responsibility for developing a national policy on DNACPR. Shifting sites 
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from the RCH did not involve a shift in standpoint. The research always 
remained rooted in the SSCWs standpoint.   
After each person approached for inclusion in the study had: read the 
information leaflet, listened to the pre-interview information contained in 
the information sheet (Appendix 14) and heard an explanation of the 
process of consent, all agreed to speak with me about their work based 
practices and signed the consent form (Appendix 16). None of the 
participants recruited for this study, within or beyond the RCH, 
subsequently opted to withdraw. 
This research, like all research, was restricted by the data that was 
accessible. For example, I could only recruit one (recently retired) GP to 
the study, other GPs approached declined to participate because they 
were “too busy”. However, the term “too busy” in relation to GPs became 
a common thread in various participants’ accounts of work and so became 
of analytic interest – I was curious to discover what GPs were “too busy” 
doing. 
 Working with textual data mentioned by the GP, the Care Inspectorate 
worker and the Consultant Physician enabled me to find, follow and write 
about the conceptual links contained as traces within that data. These 
conceptual links were not made on the basis of theories, but on the basis 
of the materiality of the data, often in relation to ruling ideas and 
practices about “advance care planning” and “palliative care” work. In 
this way I explored how certain knowledge became authoritative and other 
knowledge became subordinated. In sticking closely with the data, “the 
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data held (me) the researcher accountable to “their” account” (Campbell 
and Gregor 2002).  
It is important to emphasise that I did not view any of the research 
participants as a representative sample of workers either within or beyond 
the RCH. In drawing on IE as a guiding framework I aimed to investigate 
the social organisation of knowledge that shaped SSCWs experiences and 
contributed to the aspects of those experiences that they shared in 
common. According to Smith (1987: 176): 
The experience of one individual proposes, or can propose, a 
problematic directing our inquiry to a set of social relations. Exploring 
those social relations requires that we understand them as generating 
various actual experiences, in characteristic ways. A grasp of a set of 
interlinked institutional relations will explicate the generalizing 
relations determining its characteristic and diverse bases of 
experience. … The explication of institutional relations brings to 
light not only common bases of experience but also bases of 
experience that are not in common but are grounded in the same 
set of social relations  
This meant it was not necessary to conduct a large number of interviews 
with SSCWs, or any other participant because the identification and 
explication of ruling practices in (and beyond) the RCH would uncover that 
the social relations themselves were the ground of common experiences.  
Open Ended Interviews: I wanted to develop a clear understanding of how 
DNACPR forms organised the work of SSCWs. To do this I needed to talk 
with SSCWs in their work setting. The interview procedure was open 
ended, and the research participants were all treated as experts who were 
knowledgeable about how work was carried out in their local setting. The 
72 
 
focus of the interviews was to gather information about what research 
participants knew they did, and then use that knowledge as a data 
resource to illustrate the knowledge, skills and experiences involved in 
acting as they did - including the difficulties that had to be overcome and 
the tensions that had to be absorbed (Campbell and Gregor 2002). 
Interviews with care home managers and other participants were also 
open-ended. 
In IE interviews are used as a means of finding windows into the 
relations of ruling that shape accounts of everyday work to discover how 
that work is mediated and controlled through the use of texts (DeVault 
and McCoy 2006). Therefore, I needed to hear what the experience of 
everyday work involved and to see and understand the particular 
documents that organised and shaped that work. I also needed to obtain 
blank copies of the most relevant documents for analysis during 
subsequent stages of the research process. At the beginning of each 
interview with SSCWs, they seemed anxious and guarded about answering 
questions related to their working practices. I wondered if they felt uneasy 
because they thought they were under scrutiny and so needed to be careful 
in case they said something “wrong” or were somehow “caught out”. 
However, once they realised that I considered them to be experts in the 
work they did and that I was trying to understand their working practices 
they were more than happy to show me the various forms relating to the 
aspect of work I was investigating - even if they were bemused about why 
I would be interested in such (supposedly) mundane matters as how forms 
were used.  As the SSCWs knew that permission for the research had been 
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granted by the RCH management they were happy to show me these 
documents and supply blank copies where possible.  
The sequence of questions asked during each interview followed the 
common format of: introduction, warm-up, main- body, cool off and close 
(Robson (2002). Cooling off was particularly important in this study due to 
the emotive nature of the subject matter and the distress staff witnessed 
and experienced as a result of their work.  
In addition to these formal conversations I also had informal 
conversations with the SSCWs and their managers to clarify how texts were 
used. This information was used to build ethnographic maps of the texts 
and work influencing practice in the RCH. The ethnographic maps in 
Chapter Three were eventually shown to RCH workers who confirmed their 
accuracy. I also had informal conversations with various work colleagues, 
including a GP, education colleagues, and a nurse from the Care Home 
Liaison Team. This extended my own work knowledge and has made its 
way into the research (and ethnographic maps) through my own accounts 
of work within the wider institution. 
2.3.2 Principles and processes of data analysis 
A number of approaches can be implemented when analysing data in IE. The 
level of flexibility that exists within this method of inquiry is highlighted in 
the introduction to the only text on the practice of IE (Smith 2006) - edited 
by its original theorist Dorothy Smith, who writes:  
 This book is not a manual: it is not a how-to-do-it collection that 
will…tell you exactly how to produce a piece of research that others 
can recognise as institutional ethnography…though there are certainly 
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some definite principles of procedure, there are many ways of 
realising them in practice (Smith 2006:1). 
This variety of “ways” meant there was no set protocol to follow, so I 
reviewed Campbell (2006), McCoy (2006), Griffith (2006) and Turners’ (2006) 
writing on their projects using IE (Smith 2006) to construct a process to guide 
my study. To construct this guiding process I underlined the actions described 
by these authors, I also underlined the questions they asked of the data and 
which contributed to the analysis. I then transcribed and colour coded the 
actions and questions onto a large piece of flip-chart paper (Appendix 8), 
before synthesising the actions and questions into one overarching process, as 
outlined and described below. The principles guiding the process I followed 
are included below to offer the reader insight into what is considered 
important when conducting a study using IE and to offer signposts as to how 
the rest of the thesis should be read. 
1 Treat the experience of work as data.  
2 Examine the data closely to discover the following: 
 What the experience of work is, in other words, what it is called or 
classified as; what the experience of work involves for workers, in 
terms of actions; what skills or working knowledge is required or 
assumed to carry it out; what it feels like to be doing this work; what 
problems and/or successes that routinely arise for people doing this 
work; how the experience of work is connected and linked to the 
work of other people; what key texts make this particular social 
experience of work into a routine, standard, replicable and teachable 
procedure (or set of procedures) and how this specific episode of work 
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is articulated to the wider institutional work processes and the wider 
institutional order. 
This analytic process required that I pay attention to all of the work 
related to illness, death and dying that was carried out by SSCWs. To do 
this I reviewed the interview transcripts to discover the tensions, 
frustrations and contradictions that SSCWs, and other research 
participants, described. 
The “work” of SSCWs included their work to assess and make a decision 
on resident’s suitability for admission to the care home. After admission 
it included their work to organise a key worker to manage the day to day 
care needs of residents and arrange regular care review meetings to talk 
to family members about their loved one’s needs and wishes. Care review 
meetings always included discussions about serious illness. This meant 
talking about wishes related to potential hospital admissions and the 
family members view on the DNACPR form. The SSCWs work also included 
efforts to contact GPs to negotiate support. In relation to the DNACPR 
form this meant asking the GP to supply a completed DNACPR form for 
the resident’s care home files. SSCWs work also included: efforts to 
negotiate support from GPs as residents became unwell and developed 
needs related to being unwell and/or dying; efforts to negotiate support 
from district nurses with specific tasks; attending meetings with the care 
home management team to discuss resident’s care files; attending 
palliative care education sessions; supervising the work of junior RCH 
staff and “running the shift” when on duty; and adhering to institutional 
requirements for managing resident’s care files and records.   
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The SSCWs work related to death and dying in the RCH included 
knowledge about: the difficulty of accessing support from doctors and 
community nurses; the inevitable decline of an older adult with 
dementia being cared for in a RCH; and what would happen if the 
resident did not have a personalised DNACPR form signed by the GP when 
the s/he died. SSCWs also knew that speaking to family members about 
the DNACPR form tied their work in with discussions about emergency 
treatment. They knew this work was difficult for them and for the 
families they spoke with. They knew that: it created tensions between 
themselves and the family members and tensions between themselves 
and the GPs they relied on for support. They knew that that speaking to 
family members about the DNACPR form was linked with the auditing 
process of the care home management team; and not having completed 
DNACPR forms in resident’s files created tension between themselves 
and the management team because it was somehow tied into the grading 
process of the Care Inspectorate. 
There were a number of texts that made SSCWs work with death and 
dying in the RCH into standardised procedures. These linked the SSCWs 
work into institutional textual practices. Key texts included: 
Standardised Sharable Assessment Document; Certificate of Incapacity 
under Section 47 of the Adults with Incapacity (Scotland) 2000 Act; 
Schedule 1 Certificated granting decision making powers to a designated 
person(s); mobility assessment document; four week assessment 
document; admission checklist; care planning documents; care review 
documents; personal file (care plan) audit form; DNACPR form; The 
Standards of Care for Dementia (Scottish Government 2011); texts used 
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to inspect the RCH by the Care Inspectorate ; texts used to inform the 
inspection documents; texts used to inform palliative care education 
projects; texts used to inform the DNACPR Integrated Adult Policy 
(Scottish Government 2010), including 1) the report on palliative care 
services by the National Audit Committee, 2) the national action plan for 
palliative care in Scotland and 3) documents related to the term 
“palliative care” produced by the World Health Organisation (WHO).  
According to Campbell and Gregor (2002: 97) reading and writing about 
such texts analytically can provide a method of inquiry into the social 
relations that guide work in human services work. In this way: 
Institutional ethnography acts as a kind of radiography of everyday 
life, making visible its skeletal underpinnings. Of course, the skeleton 
is comprised of people’s actions that are co-ordinated somehow, 
including textually…making discoveries about who did what with 
regard to producing and using the text in question…by following the 
traces left in those same texts. 
3 Identify the institutional discourse embedded in the key texts9.  
The analytic process required that I follow the texts into the nested 
documents and practices that linked SSCWs work into national and 
international discourses about palliative care, advance care planning, 
and the DNACPR policy. 
                                                          
9 In the same way that the social experience of work became data to discover and explore how that 
work was socially organised, the key texts were also treated as data, to discover and explore the 
institutional discourse(s) embedded within them. Institutional discourse is defined as any “widely 
shared professional, managerial, scientific or authoritative ways of knowing (measuring, naming, 
describing) states of affairs that render them actionable with institutional relations of purpose and 
accountability. Far more than jargon, these are conceptual systems, forms of knowledge that carry 
institutional purposes and reflect a standpoint within relations of ruling” (McCoy 2006: 118).   
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4 Identify how the institutional discourse identified organises the 
thinking, talking and acting of the group whose standpoint is being 
taken by looking for how the discourse shapes the 
experience/behaviour/work of the group within their own institution.  
5 Look for ways this experience/behaviour/work becomes linked 
to/with the work of others outside of their institution.  
This stage of the research process required that I pay attention to the 
following: the language, categories and certification procedures (etc.) 
being used by research participants; how groups become the text based 
object of professional attention; my own allegiance to the institutional 
discourse, including how that allegiance framed my own thinking, talking 
and writing throughout the research process; and the extent to which 
the requirements to think and act as an agent of the institution (an 
institutional functionary) impacted and influenced the disjuncture under 
inquiry. 
6 Gain further insight into how the social experience under 
investigation is produced and made actionable by extending the 
interview process beyond the original research site.  
Following principles four to six is the focus of the writing in Chapters 
Three to Six. These chapters will describe the way in which, to be 
deemed competent workers, SSCWs were drawn into work that met the 
needs of the care home as a business and the needs of the Scottish 
Government to increase access to “palliative care” in all care settings 
and decrease NHS spending – but did not meet their own needs for 
medical (and nursing) support.  
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7 Produce an ethnographically based cartography of the key relations 
of ruling that have been identified.  
To produce an ethnographic cartography of the key texts organising 
SSCWs work with DNACPR forms I mapped the texts that produced actual 
sequences of work in, and beyond, the RCH. I based this aspect of my 
research on IE researcher Susan Turner’s work and her technique of 
mapping institutions as work and texts (Turner 2006). The maps 
represent how taken for granted textual practices were located as 
“sequences of action” (Turner 2006:140) that co-ordinated individuals 
and groups throughout the institution to carry out particular activities in 
standard but complex sequences of inter-related work - discursively 
described as “advance care planning” and “palliative care” work. These 
complex sequences became the “acts of the institution” (Turner 2006: 
140). To demonstrate the range of ruling relations coming to bear on 
SSCWs during this one conversation it was essential to retain the 
complexity within the maps – in other words I have not attempted to 
simplify them.    
2.3.3 Principles and processes of writing  
In IE analysis is done in the writing and as the researcher writes (Campbell 
and Gregor 2002). To begin the work of analysis, I have included a number of 
vignettes in this thesis. Vignettes 1-3 are the product of preliminary data 
collection, Vignettes 4-6 are the product of data gathered as a result of the 
problematic I decided to investigate.    
To check the trustworthiness of the accounts constructed in vignettes 
4-6, which were constructed from interviews with four SSCWs and on which 
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this IE is hinged, I showed the vignettes to two research participants who had 
worked in the RCH as SSCWs (both had since resigned from the RCH as SSCWs 
because they told me that they found the role too stressful). They confirmed 
that the vignettes reliably represented the processes described within them. 
Indeed one participant asked me if a section of dialogue within vignette 5 was 
hers (it was not) because she said it accurately represented something she 
might have said about the process of discussing the DNACPR form with family 
members. Another participant commented that reading the vignettes made 
her realise the high expectation and level of pressure on SSCWs to perform 
complex tasks and do so with minimal support.  
There are many threads contained within the vignettes that are 
analytically interesting and important. It was not feasible to follow them all. 
Therefore, what kept the research project manageable and focussed was 
using the data gathered within and beyond the RCH to answer the research 
question: How has SSCWs work become tied into the medical, legal and 
bureaucratic practices that rule death, dying and DNACPR decision making in 
Scotland’s RCHs?  
2.3.4 Challenges 
This section outlines the main challenges that were faced during the research 
journey.  
Two significant and unexpected events are worth mentioning at this 
point. Firstly, I developed a prolonged period of ill health as a result of a post 
viral syndrome 18 months into this study. Ill health resulted in a break in my 
studies. Unfortunately it also left me with prolonged health issues. As a result 
this project has taken place over a much longer period that originally 
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intended. Secondly, shortly after my return to work and study, a media storm 
grew up around the use (and reported misuse) of the Liverpool Care Pathway 
(LCP) for the Dying Person (Section 4.3.2). At the beginning of my study the 
use of this document was advocated in a range of national and local policy 
documents to guide staff in what was considered “best practice” in care of a 
dying person (Department of Health 2008, Scottish Executive 2008). The chain 
of events surrounding the withdrawal of the LCP produced a period of shock 
and critical reflection within my local palliative care community. This mood 
was captured in a conference speech by a leading figure within the Scottish 
palliative care community as perhaps heralding “the end of societies’ 
unconditional positive regard for the practice of palliative care” (Hazelwood 
2013). I include this statement to highlight the level of dis-ease and flux 
around the topic of palliative care at the time of my return to work and study 
in 2013 - 2014.  
2.4 Chapter Summary  
This chapter has outlined the background, philosophy and underlying 
assumptions of IE as a method of inquiry. It has also detailed what led me to 
this particular disjuncture, these particular research participants and these 
particular writing strategies. As a result it has established the direction this 
inquiry took. Each subsequent chapter will now uncover different threads of 
social organisation that were the ground of SSCWs experience with DNACPR 
forms. In following these threads of social organisation I will uncover how that 
experience was produced and ruled.  
I am hopeful that this study, and any publications produced from it, 
will bring a new perspective into the professional and academic discussion 
about the social organisation of care in RCHs. I am also hopeful that adding 
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this new perspective into the more general healthcare literature base will 
raise awareness about the potential usefulness of IE as a method of inquiry 
for other nursing and healthcare studies.  
  As IE begins in experience, I will now go on to present SSCWs 
experience in the form of three vignettes.  
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Chapter Three: Presenting and analysing data from within the 
research site 
3.1 Introduction 
In this chapter I will present and discuss data gathered from within the RCH. 
It is presented in the form of three vignettes. These vignettes were 
constructed from interviews with four SSCWs. They recount the SSCWs 
knowledge of their accountable work – including discussing DNACPR forms with 
family members and then requesting completed DNACPR forms from 
residents’ GPs. The vignettes are followed by maps of the texts and work that 
are described within them.  
As before, the vignettes and the maps do not simply report experiential 
data – what participants said and/or what I saw with my own eyes – rather, 
they are the product of my analytic thinking and writing. The earlier analytic 
thinking (as discussed and described in Chapter Two) made it possible for me 
to identify and explicate the connections and ruling practices “in” SSCWs 
accounts of their everyday work.  
This chapter also includes data gathered from talking with three RCH 
managers. 
3.2 The everyday work of the SSCWs  
The following vignettes and maps will demonstrate the way in which 
conversations about the DNACPR form were a systematic and routinized part 
of SSCWs’ accountable workload within the RCH. 
3.2.1The pre-admission process: Vignette 4 
Vignette 4 describes the pre-admission process to the RCH. This process is 
part of the standard work of SSCWs in the research site, and is the official 
process followed to inform decision-making about offering (or not offering) a 
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four-week assessment period in the care home. This four-week assessment 
period could be viewed as a trial period for the resident and the care home - 
although in practice staff said that few residents would not go on to 
subsequent admission for long term care. The vignette demonstrates the way 
in which the SSCWs and the family members came into a legal decision-making 
relationship over the person in need of long-term residential care. 
3.2.2 Vignette 4 
Karen works as a SSCW at RCH C. For the first three and a half years of her 
employment she worked as a Social Care Worker (SCW). Six months ago she 
started “acting up as a senior” (SSCW). Recently, she has been promoted to 
the position of SSCW on a permanent basis and has changed her registration 
status with the Scottish Social Service Council (SSSC) – the body who 
regulate “social care” workers. 
One of Karen’s responsibilities as a SSCW is to conduct pre-admission 
assessment visits. The aim of her visit is to assess the suitability of a person 
who has requested admission into RCH C, or who has been referred by a 
worker from the social services department of the local authority.  
Karen’s recent pre-admission assessment visits have been for/with people 
living in other care homes.  
“So the past two residents in our care, I went and assessed in another care 
home, and brought them here.” 
Karen has a clear idea of the specific information she is looking to gather 
on this visit. If the potential resident meets the criteria for admission into 
RCH C, she is authorised to offer a formal four-week assessment period.  
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The first thing that Karen needs to confirm is: does the potential resident 
have a medical diagnosis of dementia? RCH C is registered with the Care 
Inspectorate under the categories of dementia and old age. It is also 
registered under the specialist care category of Alzheimer’s. This means 
that the home only admits people who have a documented medical 
diagnosis of dementia that has progressed to such an extent that the person 
is deemed to have “lost capacity”. 
 “[I] might look at their file, see if they are suitable for us…they have to 
have dementia.”  
Karen looks for an Adult with Incapacity “Section 47” certificate, with a 
treatment plan, in the care home file of the potential resident (Appendix 
18) to confirm the diagnosis and the lack of “capacity”. 
Next, Karen speaks to the potential resident, asking her/him about their 
thoughts and feelings about coming to RCH C. She is assessing the potential 
resident for: 
 “their abilities and obviously asking them do they want to come, if they’re 
able to tell me that, at that sort of stage they’re usually quite able to 
converse and say their feelings.”   
“But when I’m going and speaking to them and I’m assessing them, it’s 
just…having a conversation with them.  I tell them about [RCH C], explain 
the things we do, ask them about their likes and dislikes, just to get a wee 
picture of the person really…” 
The person Karen is assessing does have a dementia that has progressed to 
such an extent that she is deemed to have lost the capacity to make 
meaningful decisions. Many people with dementia have been advised soon 
86 
 
after diagnosis to consult with a lawyer to appoint a family member – or 
other – to act as their Power of Attorney (POA) if/when they lose capacity 
to make decisions for themselves. At that point this person becomes their 
proxy decision-maker (Schedule 1 Certificate: Appendix 19).  
As the POA powers have now come into effect, the potential resident has 
little legal influence over the decision about whether to be cared for at RCH 
C or not, so Karen is more interested to find out what “the family” have to 
say on the matter because: 
“they get the decision anyway…so, I will be speaking to them, speaking to 
their carers, or the senior at that home if that’s the way that home runs.  
Might have a look at their file, see if they’re suitable for us, if we would 
meet their needs. (J:00:01:39) 
The file includes a Single Shared (Care Needs) Assessment document which 
is a multi-agency, multi-disciplinary document completed before admission 
to the current care home – typically by a social worker assigned to this 
person’s “case” (Appendix 20) It details the financial package that has been 
agreed with the finance committee of the Local Authority to help cover the 
cost of long term placement in a care home. The residents’ file also contains 
the care plan that has been agreed for the resident at their current care 
home, and the Schedule 1 and Section 47 certificates. 
 Karen looks at the file for information about the potential residents’ 
“behaviours” and “mobility”: 
“their behaviours would be quite important, but it’s not to say that if they 
don’t have this [suitable behaviour] we’re not suitable for them, right? It 
doesn’t mean that if they come here they’re going to behave like that, you 
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know…we specialise in dementia…so, we’ve got more training…know how 
to handle and get around them and reassure them more maybe”.   
This means that behavioural issues will not automatically result in exclusion 
from admission to RCH C. Karen also knows that there is an official policy 
on mobility. 
“they have to be mobile to come in the first instance”. 
Being “mobile” means being able to transfer from bed to chair 
independently, or with minimal assistance of one person (Appendix 21) 
However, the care home management is not as strict about mobility as they 
used to be due to financial pressures to “keep beds filled.” And so mobility 
is not so much of a consideration as it once was. 
If all of the conditions that make a person “suitable” are met, Karen is 
authorised (by the care home manager and care home admission process) 
to offer the potential resident a four-week assessment period in Care Home 
C, on a trial basis.  
3.2.2.1 Pre-Admission: “The family get the decision”  
 
On analysis of this vignette the specific relations of ruling that give family 
members, and care home staff, powers over important aspects of the life of 
the person being assessed for admission become clear. I noticed that the 
RCH’s admission process, and SSCWs’ work, were hooked into the legal and 
medical processes surrounding how a woman being assessed for admission 
became a Person with Dementia and then an Adult with Incapacity. This 
process set pre-determined legal agreements in motion and gave decision 
making powers to her daughter who became her Power of Attorney (Schedule 
1 form). As a result Karen knew, “the family get the decision anyway”. The 
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process of becoming an Adult with Incapacity also gave some powers to care 
home staff members assigned to care for her through the “Section 47” form 
(issued by a doctor to confirm a diagnosis of dementia and certify a person’s 
“incapacity” to make decisions). For example, the Section 47 form authorised 
staff to administer prescribed medication (categorised as medical treatment) 
to this woman without the need to gain her consent as to whether or not she 
wanted that medication (or treatment). This form also brought the care home 
staff and the Power of Attorney (POA) into a legal relationship with each other 
because medical treatments needed to be discussed and agreed with the POA 
as proxy-decision maker.  In this way the woman who became Resident C was 
removed from the decision-making processes about where she would live and 
what treatments she would accept or refuse, and those decision-making 
powers were granted to her daughter in consultation with the care home staff. 
3.2.2.2 Pre-Admission: “who is suitable for us” and “keeping beds filled” 
On analysis I also noticed how SSCWs were drawn into meeting the business 
needs of the RCH during the admission process.  
SSCWs’ work was textually mediated through the RCH’s admission 
processes to determine a person’s “suitability” for admission. Karen told me 
that the RCH management had become more flexible about the mobility 
section of the admission process as a result of financial pressures facing the 
RCH during the previous few years. Her analysis of this flexibility on mobility 
was that the home needed to “keep beds filled”: a need which was more 
focussed on the needs of the RCH to remain viable as a business than on a 
person with needs being cared for in an appropriate setting. As a result of this 
move toward flexibility, Karen knew that she need not be so concerned about 
the residents’ ability to move from chair to chair, or chair to bed without the 
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help of another. She also knew that needing help with mobility would 
previously have excluded people from admission into the RCH.  
What is hidden in this taken for granted flexibility about admitting 
people with a limited ability to move from place to place without help is the 
way in which this change resulted in people who were frailer and more 
disabled than had been the case in the recent past being admitted into the 
RCH. I was curious about the way Karen explained this change by abstracting 
a person with needs into a “filling” for a “bed”. This particular abstraction 
has resonance with Diamond’s (1992) IE which uncovered how the work of 
tending to the everyday needs of older people in care homes in the United 
States of America was made into tasks that could be numbered, scaled and 
controlled by those in authority to make a financial bottom line for the care 
home operator – a process which he described as Making Grey Gold. Diamond 
writes:  
This procedure had the consequence of moulding the formal records 
of resident’s lives into a history of progressively separate and isolated 
individuals: reduced to the status of those acted upon, from social 
relations to individuals, from individuals to patients, to sickness, to 
units of health service, and ultimately to objects. All these 
components went together to make up the “bed”. The leap from 
person to bed was thus not direct. It followed an ideological pathway: 
from socially contextualised person to isolated individual, on to 
patient and disease categories, to bodies and behaviours, to tasks done 
to them, then on to the records to code them. “Beds” came into this 
logic at the end of this conceptual conveyer belt, fully accomplishing 
the fusion of person and bed, resident and commodity (Diamond 1992: 
210). 
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In vignette 4, textual practices reduced a mother into a person with dementia, 
a person with dementia into an adult with incapacity, an adult with incapacity 
into RCH Resident C (who would be charged a weekly rate to receive care), 
RCH Resident C into a person who needed help to move from bed to chair 
(from paid RCH employees), and finally from a person who needed a specific 
form of help into a filling for a bed. The bed needed to remain filled so the 
business of the RCH could remain viable.  
In the course of my professional work many care home managers had 
mentioned this need to keep beds filled. This topic became more prevalent 
after the demise of the largest provider of care homes and long term care 
facilities in the UK in 2011 – the Southern Cross Group. The demise of this 
group had arisen as a result of public spending cuts leading to fewer referrals 
and a drop in occupancy rates. The care home management at the research 
site knew that way the RCH could avoid a similar fate was to maintain a high 
occupancy rate. This could only be achieved by admitting people who could 
meet the cost of care from their own resources or by admitting people who 
had both been assessed and granted state financial assistance through the 
work of a Social Worker - using the Shared Assessment Document.   
The hidden descent from person to commodity is concerning, not least 
because people with dementia who are admitted into RCHs will inevitably 
become even frailer, more disabled and will die during the period of their 
admission. This means it is also inevitable that the RCH staff will need more 
support from doctors and nurses to manage that care even though no doctors 
and nurses work in the RCH and accessing sufficient support from NHS doctors 
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and nurses can be difficult (as was seen in vignette 1 and 2 and will be 
discussed further in Chapter Five).  
The SSCWs were working to assess “who is suitable for us” and the RCH 
management was working to “keep beds filled” and both knew accessing 
medical and nursing support could be challenging, but admitted people who 
were more frail and disabled into the RCH nevertheless. Keeping beds filled 
was related to “what makes a person suitable for us” and it is important to 
recognise that what made a person with needs “suitable” as a “filling” for a 
bed was not the same as what made that person “suitable” for admission into 
care setting with no nurses on-site. As demonstrated in vignette 1 - 3, the RCH 
staff could not manage the needs of residents without regularly calling for 
help from NHS doctors and nurses and NHS doctors and nurses were not 
routinely available to provide the level of support that staff and residents 
needed (as further discussed in Chapter Five). 
3.2.2.3 Ethnographic Map 1  
The institutional actors, texts, process and textually mediated conversations 
that shaped the SSCW’s work processes in this vignette are now represented 
in the form of an ethnographic map. This begins with the SSCWs knowledge of 
the admission process, or what made a person “suitable for us”, it is shaped 
by the legal and bureaucratic processes that surround a person with dementia 
becoming a Person with Incapacity who has been assessed for their eligibility 
for financial support with the cost of long-term care by a Social Worker using 
the Single Shared Assessment Document. The output of this process is that 
the SSCW is authorised by the care home management to either offer – or deny 
- the family (acting on behalf of their relative) a place at the RCH for a four-
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week assessment period. Few who enter this pre-admission process are not 
offered a 4 week assessment for long-term admission.  
I knew from discussions with many care home managers that the pre-
admission work and processes are linked to the work of the Care 
Inspectorate’s registration processes and that compliance with the Care 
Inspectorate’s registration and inspection processes was the responsibility of 
care home management teams.  
Map 1, and all the maps that follow, are included to illustrate the way 
in which the texts and talk of all the groups included in this study were put 
together and so became the “acts of the institution” (Turner 2006: 140).  
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MAP 1- Pre Admission Process
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3.2.3 Admission after the four-week assessment: vignette 5 
Vignette 5 picks up the next strand of work for SSCWs guiding the care of 
people who have entered the admission process: admitting a resident for long-
term care during a care review meeting.  
3.2.4 Vignette 5 
Steven is the acting SSCW on shift. (Karen should have been on duty to take 
a family meeting today but she has been called away to another home 
owned by their company to cover sickness absence.) Steven has reviewed 
the documents that record Resident D’s care and progress during the four-
week assessment period.  
The paper work for the assessment period includes a respite care plan, the 
four-week assessment sheets and the dependency rating scale. Resident D’s 
key worker has used these documents to: 
“…make up a shortened care plan with the family just getting as much 
information down as we can, but it’s not an official this is “The” Care Plan 
because…it’s someone you don’t know yet”.  
During the four-week assessment period the key worker (and other care 
staff) have gathered and documented information on care needs such as 
personal needs around support with washing, dressing and continence. They 
have also gathered and recorded information on participation in activities 
and interests, physical health, including nutritional needs and mobility 
issues, and communication skills and interaction with others (Appendix 22)  
“because we are trying to build up a better knowledge about them…just 
trying to build the picture, as much information as we can get from the 
social worker, from the family, from the resident themselves. Because, 
obviously, we want to be meeting the needs.”  
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Steven finalises the paperwork for the first review meeting by completing a 
four week review document.  
“By that point we’ll have decided if the person’s suitable for here or not. 
In my experience…we’ve always said we’ll offer them a place. And then a 
review in six months”  
The people typically invited to this meeting include the resident’s social 
worker, the key worker, the SSCW, and a representative from the resident’s 
family – usually the residents’ POA. 
“When I first came here you always had to invite the resident, which we 
still do, that hasn’t changed…but it became upsetting for some people…so 
we would do the review when we discuss things [with the POA/family 
member] …and then go and see them [the resident] in their room, in their 
own environment and do like a second part of it…residents still come to 
the review…but some are distressed at it.”  
Stephen has a lot of ground to cover during this meeting, with subjects 
ranging from when a person usually gets up in the morning to company 
policies and procedures on issues such as visiting, payment and complaints, 
to personal wishes around burial arrangements and sometimes the DNACPR 
form.  
Steven and the social worker co-lead the meeting. They give the POA 
feedback on how the resident has been during the four-week assessment 
period. Resident D is considered “suitable” for RCH C, so Steven is 
authorised to offer a long term place, which Resident D’s POA accepts - on 
her relative’s behalf. 
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“and then [we discuss] anything that’s maybe been brought up by the 
family or the social worker if they feel that there’s anything that might be 
relevant to that person. We would document it and then work on it. So one 
of the things was that a lady did not like to sit in the lounge with other 
residents in her nightwear…its communal living…it’s not ideal, but 
sometimes it has to happen, but this lady didn’t want to do it…so we 
wouldn’t do it and the night shift would assist her for bed…so she never 
came through in her nightwear…and she still doesn’t. So, that was 
agreed…She’s got two hearing aids but she doesn’t want to wear them, so 
the daughter said that’s fine, however…she’s finding it quite hard to 
hear…so I’m going to keep one in place…we’re going to try her to see if 
she’ll keep it in because I think it’s helping her. So different things we 
agreed.” 
At this point Steven moves to the admission checklist to make sure he 
discusses all that is considered relevant to discuss at this meeting with 
Resident D’s daughter (Appendix 23)  
“At the review we talk about the National Care Standards (Appendix 24), 
the Dementia Standards (Appendix 17) the codes of practice (Appendix 25) 
the SSSC... We give them a wee feel for what we’re working in line with, 
because people don’t know anything about that when they bring their mum 
or dad to live here.”   
Typically Stephen will also discuss the contract between the care home and 
the resident. Two copies of this must be agreed and signed, one for the POA 
and one for the care home. Other information discussed at this meeting 
includes the following list:  
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 the care home charges and the terms and conditions of the services 
that are offered;  
 the arrangements that need to be made should private or top up fees 
run out;  
 the philosophy of the home;  
 the rules of the home;  
 the complaints procedure;  
 a statement of the rights and responsibilities of the resident during 
their residency in the care home;  
 the Service User Charter;  
 the role of the key worker;  
 the Quality Assurance process;  
 advocacy needs;  
 communication systems;  
 contact details and opportunities for involvement;  
 visiting arrangements;  
 the care review process;  
 the meaning of private and public space;  
 the service brochure.  
Along with all of the above, Stephen must also discuss and agree the care 
plan also known as the personal plan (Appendix 26) This process includes 
discussing: aspects relating to personal care, spiritual needs, dietary 
requirements and arrangements, community activities, choices, 
preferences and requirements, medical records and information, gaining 
consent to take the resident’s photograph for identification purposes on the 
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care plan and for identification purposes on the resident’s Marr Sheet 
(medication chart) and an explanation of the daily structure within the RCH.  
The final section of the care plan contains information on the occasion of 
having a serious illness. Unlike other sections of the care plan, there are no 
specific guidance notes at the bottom of the page to support Stephen with 
the topics that need to be discussed and documented under this section. 
However, he has been to “palliative care training” and so understands the 
information required for this section to mean anything that:   
“required [a person] to go to hospital”. 
This section of the care plan may include statements such as:  
“in the event of a serious illness I would like to stay in Care Home C and 
not go to hospital”; “if I’m ill, you need to contact…the relevant 
professional”, whoever that may be, whether it’s a doctor or an ambulance 
or whatever…”need to contact my family”, if that’s what the family want, 
if the family want to go with them to the hospital or do they not want to 
be contacted and things like that because some of them don’t, but a lot 
do. Also if they have a DNACPR in place that’d be documented in there as 
well.” 
 The DNACPR form is a “difficult” topic for Stephen to raise.  
“I think with recent trainings and things we’ve been pushed to do this [talk 
about the DNACPR form]…people were scared to talk about it before…at 
the moment I would say it feels like it depends, like you gauge the family 
on how you think they would be if you approached them or not. Do you 
know what I mean?...But, that’s probably not ideal. We should probably be 
just doing it at a set time with people so they know from the start”.  
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Stephen finds it more difficult to raise this topic if the resident and family 
have not been using the care home for respite care and so are new to the 
home and the staff.  
 “We’ll try and discuss a DNACPR form…we’ll try and raise it…if I’m dead 
honest that is a procedure that sometimes doesn’t become relevant…it 
becomes quite difficult depending on the person…but it’s our policy that 
we should be doing that, and we’ll work towards doing that…like I was able 
to do one, because the lady had been in for respite a lot and we got to 
know her daughter…we have to remember sometimes we only meet people 
once in four weeks, and you’re discussing the DNACPR form at the end of 
this [review meeting]…and your know, that’s a really hard thing to talk 
about at that time…and I know it’s important, but it’s also important not 
to be saying some stuff to people…we had one daughter…and she felt her 
mum still has a lot of life to live…and she’s got some health issues but at 
that time it was a definite no to the form. What we said was we’ll discuss 
it again in the future…what I did that day was explain how it [the DNACPR 
form] came about…I told her it was a really hard decision…that the doctor 
would take her views into consideration…but at that point she didn’t want 
to be approached with the doctor…but it would be raised again at the six 
month review.” 
  At the end of this meeting the care plan is agreed and signed by the 
resident’s POA, who is offered a “quick guide” summary copy for her own 
records. A note about whether the care plan was offered, accepted and/or 
rejected by the individual (and/or the individual’s advocate) is recorded 
and signed in the quick guide section of the plan.   
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The care plan forms part of the agreement between the care home, the 
resident and the resident’s POA. This agreement is valid for six months, 
when a further meeting will be arranged and the care will be discussed and 
reviewed.  
3.2.4.1 Admission into long-term care and the DNACPR form “A really hard thing to talk about 
at that time” and being “pushed to do this” 
 
What is noteworthy in this vignette is the volume of information and range of 
topics that Steven must discuss at this hour long meeting. It is also important 
to notice who is present and who is absent. The RCH staff, the resident’s 
family members and the assigned Social Worker are all in attendance. The 
person whose care is being discussed is not usually at the meeting nor are any 
doctors or nurses.  
The precariousness of staffing in the RCH is also evident in this vignette 
– Karen has been called away to cover sickness absence and Steven has to step 
in for her. To do his work as the “acting SSCW on shift” he must read the 
authorised accounts of Resident’ D’s case as that case has been written up by 
her key worker using the four week assessment documents – to “decide if the 
person’s suitable for here or not” although he knows that it is rare for “a 
place” not to be offered at this point.  
Although Steven is dealing with “someone you don’t know yet”, he is 
an expert knower about the wide range of institutional issues that need to be 
discussed at this meeting. These issues range from when a person likes to get 
ready for bed in the evening, to information about how to complain, and how 
to prevent a traumatic death by getting a signed DNACPR form into the 
resident’s file. He understand that although the issues he has been tasked to 
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discuss are “important” (to someone, if not to himself or the family members) 
it was also “important” (to him) that he have the freedom to “gauge” how 
family members “would be if you approached them” about the DNACPR form. 
As a result, it was “important” (to him) “not to be saying some stuff” at 
decision-making meetings based on his knowledge/relationship (or lack of 
knowledge/relationship) of the family member. Stephen knew that the 
conversation about the DNACPR form was discretionary at the admission 
meeting and he knew that it would come up again at the six-month review 
meeting (as will be described in the next vignette).  
What made the conversation about the DNACPR form “a hard thing to 
talk about at that time” was a) the number and range of topics that needed 
to be covered at the time-limited admission meeting, b) the need to discuss 
the DNACPR form with “a person you have only met once in four weeks” and 
c) family members lack of understanding about why they are being 
“approached” with a conversation about the DNACPR form. This lack of 
understanding about the DNACPR form can be seen in the response given to 
Stephen by one daughter who said her mother “had some health problems” 
but also “has a lot of life to live”. This suggests that, like many other lay 
people, this daughter was not aware of: what CPR would entail for her 
mother; the typically poor outcome of CPR in older people with dementia; or 
the typically poor outcome of CPR in older people in care homes (which is 
discussed more fully in Section 6.2.4). It also suggests that this daughter 
understood the SSCWs conversation about the DNACPR form as a question 
about whether she wanted the RCH staff to attempt to save her mother’s life 
by initiating CPR or to let her mother die by with-holding CPR.  She did not 
understand what the SSCW was actually attempting to convey by telling her 
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“how it [the DNACPR form] came about” which was that in order to ensure 
her mother would not be automatically subjected to an aggressive 
intervention that had not been successful for any previous RCH resident, and 
had prevented previous residents and family members from having a peaceful 
experience of death, the care home needed a completed DNACPR form that 
was signed by a doctor. To discuss the form with the doctor, the SSCW needed 
the consent of the daughter (in her role as Power of Attorney).    
What also made the DNACPR form a “hard thing to discuss” was: being 
“pushed” into it as a result of “recent trainings” that SSCWs were assigned to 
attend by their management team (organised and facilitated by palliative care 
staff working for third sector organisations and discussed more fully in Section 
4.3.3, and Section 6.2); knowing that although they were “scared” to ask 
family members about the DNACPR form it was now an institutional duty 
because it was the RCH’s “policy” to discuss it when they came to the “serious 
illness” section of the care plan; and that if the family could not or would not 
agree to a DNACPR form the topic would be “raised again” at the six-monthly 
care review meeting - under the review of the “serious illness” section of the 
care plan. How SSCWs knew to discuss the DNACPR form at this point in the 
care plan will become clear in the next vignette (and why it had become the 
RCH “policy” to raise it at every care review meeting will become clear in 
Chapter Six).  
3.2.4.2 Ethnographic Map 2 
The work and texts organising how the admission meeting could proceed 
extends what was mapped in Map 1. It also pictorially represents what SSCWs 
knew, that in order to obtain a DNACPR form they had to contact and discuss 
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the form with the resident’s doctor - after gaining the consent of the Power 
of Attorney.  
The SSCW had knowledge about what would happen in the absence of 
a DNACPR form. He also knew that the RCH home was not issued with these 
forms and that SSCWs were not authorised to fill them out. The GP had 
knowledge about disease processes and viable (or non-viable) treatment 
options. The GP was the professional issued with blank DNACPR pad containing 
blank forms. The GP was the professional authorised to fill them out. The GP’s 
knowledge about disease processes and viable and non-viable treatment 
options could have been useful to the SSCW who recognised “it was a really 
hard decision” and the daughter who felt her mother had a “lot of life to 
live” and said a “definite no” to the DNACPR form when asked by the SSCW. 
However, GPs were routinely absent from meetings where this issue was 
discussed, and did not routinely prompt discussion about resuscitation status 
at any other time.  
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MAP 2: Admission and Care Planning Process
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3.2.5 The Ongoing Care Review Process: Vignette 6 
  
NV 6 describes a day that contains a six monthly care review meeting. This 
meeting is scheduled and offered every six months for the duration of the 
resident’s stay. In most cases, this stay will be until death. Conversations 
about future care are regularly initiated during these six monthly care review 
meetings. They may also be initiated at any other time it seemed appropriate, 
such as if the resident’s health declines, or if family members have any 
particular concerns they wish to discuss.  
This vignette describes a typical day shift in the RCH when a six monthly 
review takes place. It details the range of work-strands SSCWs must keep on 
top of during any shift, and the range of priorities that compete for her/his 
attention. Because of the length of this vignette, it is sub-divided into three 
sections: morning work, afternoon work and the six monthly care review 
meeting. Also, to assist the reader, key analytic points are made within the 
vignette.   
3.2.6 Vignette 6 
Morning work 
Karen is back at Care Home C after her secondment. At 07:15 she takes the 
handover report, and reads over the senior’s diary for a list of list what she 
needs to get done by the end of her shift. Today, the list includes:  
 arranging the collection of a urine sample for a suspected infection 
and calling Resident E’s GP to discuss the same;  
 forward planning for Resident Ds six-monthly review next month;  
 meeting with one of the key workers on her team;  
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 overseeing the organisation and set up of a birthday party for one of 
the residents,  
 calling another GP surgery about Resident G’s test results,  
 meeting with Resident F’s daughter for a six-monthly review;  
 calling a company to come and fix the projector.   
At around 07:25 Karen gives a report and delegates work tasks for the staff 
this shift. Karen, as SSCW, is responsible for running the shift. 
“You would give the staff the report and you would read out the allocation 
of duties first.  You would read out anything in the communication book, 
any points that need to be passed on.  You would read anything that’s in 
the diary.  It could be something like an admission or if any samples are 
needed.  And then lastly you would read the handover notes from the night 
shift; you have to read that just to let you know what's been happening 
during the night.…”so you’ve taken the report and you’re looking at all the 
different books [general diary, care staff diary, seniors care staff diary, 
communications book, handover report sheets] and you’re allocating the 
duties.” …”nothing can be really set in stone, but you know, you have to 
have structure and certain timescales, you know and things like that.”. 
While the care staff go to help residents get up and dressed, or start the 
work of administering medications, Karen goes to the dining area. She needs 
to make breakfast for any residents that are up and dressed early, then she 
needs to help those who require assistance to eat their meal. 
“So you would make sure people are sat down, have got what they need – 
whether that’s cereal, toast, tea, coffee, juice, yoghurt etc. And you’re 
preparing breakfast for them. After the kitchen assistant comes in at 08:00 
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they take over preparing the breakfast, then I would just sit and assist 
people [to eat breakfast].”  
As long as everything is running smoothly, at 09:00 Karen returns to the 
office. She can plan to work there till around 10:00. Today she asks one 
care staff member to set up the quiet lounge for the birthday party during 
the morning and another to collect a urine sample. She fills out all the 
necessary documentation that needs to accompany the sample, and she 
arranges for the handyman to take the sample to the surgery later that 
morning when he is out collecting a prescription for another resident from 
another surgery.  
Once the sample has been collected and sent Karen writes a note in the 
senior staff diary to document that this action has been completed. She 
then writes a note, three days ahead, to remind the senior on duty that day 
to call the surgery for the result.   
Next, she calls the surgery to speak to Resident E’s GP. She wants to discuss 
the suspected infection, the sample she is sending down, and the discomfort 
and increased level of confusion that Resident E is experiencing. The 
telephone line to the GP surgery has been busy for the past 20 minutes, as 
usual. She puts the phone on speaker and redial so she can talk to the people 
coming in and out of the office to ask questions and pass on information. 
When Karen eventually gets through to the surgery, she speaks to the 
receptionist who arranges for one of the GPs from the practice to call the 
care home back during any break in appointments, or after the morning 
surgery is finished sometime in the early afternoon. Karen knows that the 
doctor’s time is pressured and that the receptionist acts as a gatekeeper to 
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guard that time. She also knows that her own time is pressured. 
Nevertheless, she has to put her duties on hold to try and make contact 
with the doctor according to the doctor’s schedule rather than her own.   
Next Karen phones the projector company, makes an appointment for a 
repair, documents her action in the senior staff diary, and makes a forward 
note of the appointment she arranged.  
Next, Karen starts work on planning for Resident D’s six monthly review.  
“Basically the six monthly review is our review of the whole care plan” 
(J:00:28:03) 
The “care plan” (discussed in detail in the six month review section of this 
vignette) is a document which charts how Resident D should be cared for in 
the RCH. This plan must be reviewed in consultation with the key decision 
maker six monthly to “work in line” with the regulatory process of the Care 
Inspectorate  and so Karen sends an invitation to Resident D’s husband, who 
is also her Welfare Power of Attorney. She also sends a: 
“wee questionnaire” so she can: “gather some feedback” from him “about 
the service and about their relative’s care and if they’re happy, not happy, 
anything they want us to fix…things like that…and then the idea is that 
they send it back before the review…we can look at that and try to have 
resolved any issues or talk about it.” 
Next Karen invites Resident D’s GP to input into this review. Typically this 
request will be answered by a telephone call reviewing the resident’s 
medication chart (Marr Sheet), and discussing any changes to medication 
that are deemed necessary. The doctor will not generally come out to assess 
109 
 
the resident for the six-month review, but she is familiar with Resident D’s 
case. 
“Most of our residents don’t go very long periods without seeing a 
doctor….very rarely have I thought a doctor hasn’t seen our residents for 
over two or three weeks to be honest. They’re quite regular.”  
The reason that the doctors were “quite regular” was because the staff had 
to call on them regularly for support and advice. The reason they needed 
to call for support and advice is because the residents have multiple health 
problems and their general condition is fragile. It is the calls for help and 
the task specific response to those calls that is “regular”. Despite needing 
to be called out to consult on some matter relating to the resident’s health 
every “two or three weeks” the doctor’s contribution to the meeting will 
be the completion of a medication chart that has been reviewed on request 
prior to the meeting. S/he will not attend. The SSCW will discuss medication 
changes with the family member.   
Karen makes a note in the senior staff diary to record the actions she has 
taken in organising the six-monthly review for Resident D. She then leaves 
the office and goes back out onto the floor to check that everything is going 
to plan and: 
“check the standards that care staff are providing, like to make sure people 
are being assisted with personal hygiene properly… you’re also checking 
the standards of the unit because the place has to be clean.” 
When she is satisfied that everything is as it should be, she takes a quick 
break but comes back before the “teas go out” to supervise care and to 
answer questions: 
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“because a lot of things come up during that time…like the door handle’s 
broke…or the community nurse just came up to change a dressing…or the 
GP’s in…you know, things like that. So you have to respond to all these 
sorts of things…Then at 11:00 you start to check everybody’s written up 
and then to write your own handover…we used to go through and read 
everything in the log sheets, but now we’ve condensed that into one 
handover sheet…one piece of paper with boxes in it …so you’re going 
through the whole sheet and you read what the person [care worker] has 
written about, say Mr. Smith, that morning, and you just condense that 
into one box. Because we used to go through every folder [at the handover 
report] and it was very time consuming. So now it’s condensed into one 
box…if there’s too much information…[or] if the information that’s written 
in the log sheets needs to be read, you would just write “see log sheet”.” 
Karen knows that to “run the shift” she is responsible for: a) equipment 
including the “door handle” and the “projector”; b) “standards” including 
cleanliness of the building and cleanliness of the residents, and organising 
regular care reviews with decision-makers; c) supervising and participating 
in meeting the everyday needs of residents including making breakfast and 
organising parties; d) managing illness among the residents by “regularly” 
asking for help and support from doctors and nurses, this requires 
negotiation with doctor’s receptionists and working around doctors and 
nurses schedules, and; d) managing and supervising the work of staff 
including the textual practices associated with handover reports. Time is at 
a premium in the care home. This has resulted in a truncation of what is 
reported when the next shift come on duty to “one box” in a single page 
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handover report which makes the handover report less “time consuming”. 
In this way much of what happened during the morning shift becomes 
invisible and unknown to the next shift, but staff can be sent out onto “the 
floor” quicker to carry on with the afternoon work. Getting onto the floor 
is important because while the residents are frailer and have greater need 
of help and support the staff to resident ratio has remained the same in the 
RCH. This means more work needs to be done by the same number of 
people. 
Afternoon work – including a six month review 
The handover report is given to the SSCW on late shift, Michael, and to the 
late shift care staff. After the report the care staff leave the office to start 
work on their allocated duties for the afternoon. Michael goes with them to 
check everything is running smoothly on the floor. When he comes back to 
the office, Michael and Karen discuss any work that has been carried over 
from the morning, what needs to be done during the afternoon and who will 
carry out the daily duties that have been allocated for that day10. 
                                                          
10 Daily duties for each day of the week are as follows.  
 On Monday, the medication cupboard needs to be re-organised and any unused or unwanted 
medications returned to the pharmacy.  
 On Tuesday, all the receipts of items purchased from the petty cash box on residents’ behalf 
needs to be checked, the money spent needs to be refunded into the petty cash box from 
resident’s personal allowances, and the corresponding paperwork completed.  
 On Wednesday, files are checked to ensure every resident has had a bath and that residents 
bowels are “working properly” .  
 On Thursday, the files need to be checked (i.e. ensure the care plans are up to date, all the 
four weekly summary notes have been completed, residents have been weighed and all the 
risk assessment documents have been completed within the specified timeframe).  
 On Friday, the diaries and books [general staff book, senior staff book, general diary and 
communications book] need to be checked and cross-referenced to make sure “things add 
up” (S:00:35:23).  
 On Saturday, the food and fluid charts need to be checked and balanced so that if someone is 
losing weight their diet can be altered during the following week. General filing is also carried 
out on Saturday (items no longer needed are removed from the resident’s care plan, and 
filed elsewhere.) Paperwork is generated during the course of every week, filing work aims to 
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As there is a review booked in for this afternoon, Karen’s colleague agrees 
to run the shift, do the daily work task set for today, oversee the birthday 
party and call the GP surgery about Resident G’s test results. This allows 
Karen to speak with Molly, Resident F’s key worker, about the care plan 
before Resident F’s family arrives at 14:00 for the care review meeting.  
The full care plan, is a large folder that has the care plan plus many 
additional pages detailing financial and contractual information, healthcare 
information, and details of previous care review meetings – among other 
items. It has been decided that this folder is too large for care staff to use 
on an everyday basis so Molly has been referring to the full care plan to help 
her write a weekly work plan (Appendix 28), which is a condensed version 
of the care plan that only contains details of the work for the upcoming 
week. The weekly work plan is kept in Resident F’s room, along with the 
daily logs (Appendix 29) where daily work has been recorded. At the end of 
each month Molly writes a monthly summary document (Appendix 30) based 
on the full care plan, the weekly work plan and the daily logs. She 
summarises details about Resident Fs progress in relation to what has been 
charted and discusses that progress with Karen.  
In this way, although Karen is not directly involved in the regular everyday 
care of the residents assigned to her, she is kept updated about the 
residents whose care she has been assigned to supervise. In preparation for 
today’s review meeting, Molly has completed the six monthly review section 
of the personal record document (Appendix 31) She has also discussed and 
                                                          
keep the size of the working care plan manageable. Then work rotas for staff need to be 
completed.  
 On Sunday, the wages for relief staff need to be documented and faxed to the head office for 
payment.  
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agreed what she has written in this document with Karen. They will bring 
the full care plan to the care review meeting for reference, but the six 
monthly review document is what they will use to guide their conversation. 
What is clear in this account of the SSCWs afternoon work is the volume of 
paperwork that Karen and her colleagues have responsibility for completing, 
supervising and organising. There is paperwork relating to the allocation of 
spending money, the recording of what residents have eaten, what they 
weigh, what they excrete and when they last had a bath. In this way a 
person needing help and support is abstracted into a body with particular 
behaviours and needs. As Diamond (1992) has highlighted this is 
organisationally useful as it allows the allocation of specific tasks to care 
staff to complete and the documentation of those tasks as evidence of care 
being carried out. This was important because “if you don’t document it, 
it didn’t happen as far as the Care Inspectorate is concerned.” The care 
home relied on the grading of the Care Inspectorate to demonstrate to 
present and future residents/customers that the care home provided a high 
quality service. 
The 6 monthly care review meeting 
 Resident F’s daughter arrives, as scheduled at 14:00. Karen welcomes her 
into the meeting room, and asks if she would like a drink.  After everyone 
is settled, Karen starts the formal part of the meeting. Resident F has been 
living in the care home for a year, so this is the third review meeting her 
daughter has attended. Karen discusses any issues from the questionnaire, 
then works her way through each section of the six monthly review 
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document. This is complex work that requires a great deal of organisation, 
skill and sensitivity. 
They discuss social support issues and talk about any outings Resident F may 
have been on, who has been to visit her and any matters arising about the 
use of her personal financial allowance.  
They discuss physical support issues and talk about Resident F’s ability to 
walk and manage to the toilet and any changes in her weight.  
They discuss intellectual support issues and talk about the kind of activities 
Resident F has participated in and either liked or disliked.  
They discuss cultural support issues and talk about any matters that are 
important to Resident F relating to her personal tastes and diet.  
They discuss emotional support issues and talk about any fears and/or 
distress that have been experienced. They also talk about a friendship 
Resident F has recently developed with one of the other Residents in the 
care home, and what seems to be making Resident F happy at the moment.  
They discuss spiritual support issues and talk about the visits Resident F has 
had from members of her faith community, and how much she has enjoyed 
being able to walk/sit in the garden during the summer months.  
They discuss health support issues and talk about any changes in medication 
that have been ordered by the doctor, they also talk about a wound that is 
being treated by the nurse and the regular visits Resident F receives from 
the podiatrist. They discuss personal hygiene support issues and talk about 
how Resident F is finding it difficult to accept help with washing and 
dressing some days and what measures staff are taking to work with 
Resident F on this matter.  
115 
 
They discuss nutrition and diet support issues and talk about a change in 
Resident F’s eating pattern and her increased need for prompting and help 
during meal times.  
They discuss night support issues and talk about Resident F’s restlessness 
some nights and what staff do to ease any discomfort and/or distress.  
The last issue for discussion in the review document is support issues on the 
occasion of serious illness (Appendix 27). Karen knows what to discuss 
under this category because of “recent trainings” she has been sent to 
attend. This includes being nominated to become an Advance Care Planning 
champion as part of a community palliative care project. This involved 
participating in a series of training days focused on using a document called 
My Thinking Ahead and Making Plans (Appendix 50) and hearing why it was 
important to consider the topics of CPR and the DNACPR form with 
residents. The categories for discussion using the My Thinking Ahead 
document include:  important things to me just now (e.g. the things that 
really matter to me, what I like and what I value); planning ahead (e.g. 
important events coming up, things I want to do in the future, things that 
I want to carry on doing); looking after me well (e.g. where I would like to 
be cared for and any treatments I would or wouldn’t want); my concerns 
(e.g. things that worry me now and any worries about what might happen 
in the future); other important things and things I want to know more about 
(e.g. benefits advice, Welfare Power of Attorney, a living will, 
attempting/not attempting to restart my heart – CPR). These are the topics 
that Karen (and her colleagues) now cover when talking through the “serious 
illness” section of the care plan. Although Karen knows that the DNACPR 
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form has been raised and discussed at previous review meetings, she 
remembers that this was a “difficult” conversation for the previous SSCW 
in charge of supervising Resident F’s care. Karen had heard from her 
colleague that during this part of the previous review Resident F’s daughter 
was very distressed and tearful, saying she “couldn’t bear to think about 
all of that”. She remembered how visibly distressed her colleague had been 
at the end of that meeting. No agreement had been made about a DNACPR 
form for this resident and they did not want to “go behind the families 
back” and discuss this matter with the GP directly. 
Karen feels apprehensive and hesitant at this point in the meeting, but 
knows she needs to “approach the family with the form”. It is unsurprising 
that Karen feels apprehensive at this part of the meeting. She knows there 
is an institutional requirement to talk about an issue that in the past this 
relative has indicated that she can’t “bear to think about” and may not 
fully understand -as discussed in section 3.2.4.1. So, Karen begins this part 
of the meeting by explaining what the procedure would be if Resident F 
“collapsed”. This is, that a 999 emergency call would be made, an 
ambulance with paramedics would come to carry out emergency treatment 
which may include CPR, and the ambulance would take the resident to 
hospital. She goes on to say that the family would be informed as soon as 
possible and that a member of staff would accompany the resident to 
hospital. At this point she wants to emphasise why it is important to think 
about a DNACPR form, so she relays a story about what can happen when 
the care home do not have a DNACPR form in the residents care home file. 
She does this by telling the story described in vignette 2. She goes on to 
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explain how having a DNACPR form in place can protect residents. Karen 
says she knows this subject has been raised before and she knows it was 
“hard to think” about, but asks if Resident F’s daughter still has the same 
view as she had previously. Resident F’s daughter is quiet for a time, and 
seems troubled. Then she says that the topic has been: 
“playing on her mind and that she had thought about it a lot, so she had 
decided it was probably a good idea.”. 
Embedded in this part of the account is the care and consideration Karen 
demonstrates toward this relative. She also demonstrates her knowledge 
about the lack of success when CPR has been attempted in the past, why 
the care home needs a DNACPR form and what would happen if a 999 call 
was to be made. However, as Finucane et al. (1991) comment, when a care 
home resident is found pulseless one can describe that event as dying 
peacefully after a long illness in one’s own home (as was the case in vignette 
3), or as a medical emergency that has taken place in a healthcare facility 
(as vignette 3 became as a result of the textual practices that entered 
directed proceedings in and to the RCH). By discussing the DNACPR form in 
relation to a “collapse” that could apparently be managed by a call to the 
paramedics and admission to hospital Karen links the inevitable death of an 
older adult with dementia with an emergency situation and a medical 
condition that has a potential medical treatment to reverse it – CPR. 
According to research (discussed in Section 4.3.1.2.1) an older person with 
dementia being cared for in a care home has minimal likelihood of achieving 
a successful outcome after CPR. The Do Not Attempt Cardiopulmonary 
Resuscitation (DNACPR): Integrated Adult Policy states that: 
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In the situation where death is expected as an inevitable result of 
an underlying disease, and the clinical team is as certain as they can 
be that CPR would fail (i.e. realistically not have a medically 
successful outcome in terms of sustainable life), it should not be 
attempted. In this situation CPR is not a treatment that can be 
offered and it is an unnecessary and cruel burden to ask patients 
and relevant others to decide about CPR when it is not a 
treatment option (Scottish Government 2010:10)  
 
The Do Not Attempt Cardiopulmonary Resuscitation (DNACPR): Integrated 
Adult Policy (Scottish Government 2010:11) also states that: 
Discussions about resuscitation are sensitive and complex and should 
be undertaken by experienced healthcare staff. It is recommended 
that staff have formal communication skills training in preparation 
for this clinical responsibility. 
 This clarifies the ruling perspective that DNACPR should be discussed (and 
the form completed) by the senior clinician. According to the DNACPR form, 
the senior clinician is: 
The senior clinician assuming clinical responsibility for the patient 
during that care period who has the appropriate capability and 
knowledge (e.g. GP, Consultant, Staff Grade doctor, Associate 
Specialist, Nurse, Out of Hours Clinician). 
In the RCH the senior clinician is the resident’s GP. Despite this ruling 
perspective on the role of a senior clinician, the SSCWs knew that the senior 
clinician was not the person initiating the conversation about DNACPR in 
the RCH. Karen knew that the doctor was only available to talk about 
DNACPR forms by telephone, and that the doctor would typically ask “what 
do the family want” when Karen asked for a DNACPR form for a resident. 
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This provides another explanation of why a DNACPR conversation is 
“difficult” conversation for SSCWs. To obtain a DNACPR form Karen needs 
to ask a family member to decide on something that, according to the 
research, is not a realistic treatment option for an older person with 
dementia - which, according to the DNACPR national policy, is placing a 
“cruel burden” on that family member – and herself as a SSCW.  
Karen proceeds with the meeting by saying that she will call the surgery and 
speak with the GP about their conversation today. She explains to Resident 
F’s daughter that the GP might call her for a chat and might invite her to 
go in to the surgery to talk things over some more, but s/he might not. This 
demonstrates the unpredictable level of support the family (and the SSCW) 
can expect with the DNACPR process. 
Karen asks if there is anything else Resident F’s daughter would like to talk 
about today. She says no, so they conclude the meeting by agreeing to go 
and give a brief summary of their meeting to Resident F. Karen and Resident 
F’s daughter have agreed to keep this part of the meeting very short and 
only to relay the more neutral aspects of what has been agreed.  
On returning to the office Karen calls the GP’s surgery. She is fortunate and 
the GP is free to take her call on this occasion. She relays the conversation 
she had with Resident F’s daughter, the GP agrees to complete the form, 
then instructs Karen to call the surgery in a few days to see if the form is 
ready. If it is ready when she calls someone from the care home can pick it 
up later in the week.  
Karen dislikes the process of initiating conversations about the DNACPR 
form, but it has become part of her job, so she feels she has no option and 
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just needs to get on with it. Karen also knows that the deputy manager will 
conduct an audit of resident’s files in the next few weeks. One of the items 
on the audit checklist is the presence or absence of a DNACPR form, so she 
knows she also “needs to get the form” to comply with the audit. The audit 
is one of many topics that Karen’s manager will discuss with her at her next 
supervision meeting. 
3.2.6.1 Managing the Care Review Process:  “things are changing” and “we need the form” 
Research suggests that treatment decision-making conversations add to the 
experiences of pre-death grief and distress among family carers of people with 
dementia (Sampson et al. 2011). That SSCWs were socially organised to 
routinely ask family members to make a decision on the DNACPR form at 
review meetings - as a result of “recent [palliative care] trainings” and the 
RCH’s “policy” to “get the form” - demonstrates that family members were 
required to engage in a decision-making conversation about death with SSCWs 
based on institutional requirements rather than individual assessments. 
Institutional requirements to “get the form” took precedence over relational 
concerns of the SSCWs – particularly when during the six month review when 
there was no longer an option for SSCWS “not to be saying some stuff” about 
the DNACPR form. 
The care home manager (a person who had been promoted from SSCW 
to deputy manager to acting manager during the previous year as a result of 
unprecedented internal disruption in the home) said “Mostly we (RCH staff) 
lead it. We get the ball rolling. We have the conversation with families. Only 
one time that I remember did a doctor lead the process…that was during the 
year when they came out to the reviews of all our residents to review their 
medications and look at their Section 47s and things…we deal with nine 
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different doctors surgeries, and none of the doctors have raised the subject 
with us, other than that one time.”  
That “one time” was a year during which GPs received a special 
payment for carrying out reviews of care home resident’s care as part of a 
specific project initiated by the Community Health Partnership (CHP), a body 
with the power to influence how GPs work was organised and remunerated. 
This drew my attention to the social organisation of GP remuneration – a topic 
which will be explored further in Chapter Five.  
The care home manager expressed a concern about the new SSCWs 
discussing the DNACPR form with families, saying it was “a worry”. 
Nevertheless from her ruling standpoint as manager she knew that “the SSCWs 
need to have the conversation…we need the form…but it’s a concern with 
some of them…they need a lot of guidance” The manager acknowledged that 
“it’s a very sensitive conversation…a hard topic” and she knew that “families 
are sometimes surprised when we bring it up…it’s not something families 
have thought of on the whole” As well as being something families have “not 
thought of” before, it was something RCH staff did not “speak” of before. 
“I’ve worked in social care for twelve years and we never used to speak about 
these things – never. No-one. Not even the manager. But things are changing 
…and now we need to do it. The seniors (SSCWs) need to do it. But some of 
them struggle. It’s a concern…some of them don’t have the skill…some 
families can’t bear to speak about it…but we raise it at every review…one 
man couldn’t bear to speak about it…he just kept saying no – you need to do 
everything for her. Then she went to hospital and thankfully it was taken out 
of his hands. She came back with a DNACPR form in place. And that was that.” 
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(The man referred to in this instance is the man whose wife’s case was 
described in vignette 2.)   
The deputy manager also knew things had changed in the care home, “when 
I first started here we carried out a dependency grading assessment…we 
didn’t even have a hoist…as soon as a person was unable to walk they were 
moved to a nursing home…it was a regular occurrence ten years ago…then 
thinking changed. It’s very rare to move someone now – it would be more for 
behaviour issues than anything to do with their health” She also knew 
speaking with families about “thinking ahead” was “difficult” because staff 
were caught in the middle of a conversation that, according to the DNACPR 
policy and form, was the responsibility of the GP “when we are speaking about 
thinking ahead to families they can be quite…they don’t believe you…like, 
what do you know…some GPs are great…they offer to call the families and 
speak direct instead of us relaying messages back and forward…most are 
rubbish…they say I’m far too busy to speak to families”. The busyness of GPs 
will be explored further in Chapter Five.   
Embedded in these managerial accounts are directives placed on the 
SSCWs that “they need to have the conversation (because) we need the 
form”. The managers own analysis of why this was important was “because 
things are changing with the Care Inspectorate and trainings and everything”. 
Part of the “everything” that had changed was the increased “dependency” 
of the RCH population as a result of the flexibility about what made residents 
“suitable for us” and the recent lack of moving residents to a nursing care 
home “as soon as they are unable to walk”. Something else that was 
“changing” was that the presence/absence of the DNACPR form was now being 
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audited by the care home manager, and a conversation about DNACPR was 
now mandatory at the six month review meeting – “we raise it at every 
review”. The need to review care six monthly was linked the National Care 
Standards (2002, 2007: 26), which states: 
 Your personal plan will be reviewed with you every six months, or 
sooner if you want or if your needs change. 
Compliance with a six monthly review was a feature of care the 
manager told me would be inspected by the Care Inspectorate Inspector - on 
annual unannounced inspections. Accordingly, it had become the policy of the 
RCH to “raise it [the DNACPR form] at every review” despite knowing that: 
some SSCWs “struggle” with the conversation; and some family members 
“can’t bear to speak about it”. While some GPs were described as “great” by 
the care home manager, because they would “offer to call and speak to 
families direct”, most were not described as being “great”, rather they were 
reported as being “far too busy” to speak to families and “rubbish”. The 
unpredictable nature of GP support with the DNACPR decision-making process 
left the SSCWs with a “difficult” and “very sensitive” conversation about 
DNACPR regardless of the managers’ assessment of their “skill” or the help 
they could access from GPs.  
Map 3 is a development of the work and texts included in Maps 1 and 
2. The audit process is now included, and the conversation with the family is 
no longer discretionary.  
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MAP 3: The Care Review Process 
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3.2.6.2: Exclusion from advance communication skills training support 
I have described care home manager’s concerns about the skill of staff to 
undertake a conversation about DNACPR with family members, and I have 
described SSCWs discomfort at initiating this “difficult” conversation. I 
decided it was of interest to explore the communication unit within the 
qualification being pursued by the SSCWs at the research site. This unit was 
categorised as: Promote Effective Communication (Appendix 48). It included 
the following heading and topics:  
 
 
 
 reports 
Of greatest relevance to this study was: Communicate effectively about 
difficult, complex and sensitive issues. The course descriptor describes 
difficult, complex and sensitive communications as being likely to be:  
distressing; traumatic; frightening; threatening; posing a risk to 
and/or having serious implications for the individuals and/or key 
people; communications that might be difficult to understand 
assimilate; about sensitive issues including those of a personal nature 
(Appendix 48: 1).  
This definition accurately describes SSCWs’ work with proxy-decision-makers 
at the care review meeting. SSCWs’ descriptions of their communication work 
suggested that it regularly included: handling anger; dealing with collusion, 
denial and uncertainty; dealing with unrealistic expectations around non-
viable health interventions, negotiating with healthcare professionals and 
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colleagues, working with loss, grief and guilt; breaking bad news; and 
discussing future care with proxy-decision makers including advance decisions 
on CPR. The authorised literature about effective communication skills in 
relation to interactions of this nature have been described as having: 
the ability to elicit and identify…concerns, worries and information 
needs. It involves meeting those needs through tailoring information 
appropriately so that the person hears and understands” (Scofield et 
al. 2015:4). 
 According to the recommended model of psychological assessment and 
support produced by the National Institute for Clinical Excellence (NICE) (NICE 
2004), all levels of health and social care professionals should be able to 
recognise psychological needs and be effective in giving information, 
compassionate communication and general psychological support. 
Nevertheless government reports produced over the past 20 years consistently 
report negative findings in the areas of communication and psychological 
support (Calman and Hine 1995, Clwyd and Hart 2013, Department of Health 
2008, Department of Health 2013, The Mid-Staffordshire NHS Foundation Trust 
2013). At the same time, these documents agree that developing effective 
communication skills is a complex process, and competence in those skills 
cannot be assumed on the basis of seniority, role or experience. There is a 
suggestion in the authorised literature that this is because eliciting concerns 
and preferences with compassion and empathy, and then taking those 
concerns and preferences into account when making joint decisions about a 
person’s health and treatment, is a skill that must be intentionally learned 
and practiced (Schofield et al. 2015). Communication skills research suggests 
that the most effective way of increasing facilitative communication skills 
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(such as noticing and picking up patient cues, using open questions, showing 
empathy and acknowledging concerns) and decreasing inhibitory skills (such 
as using leading and closed questions or offering premature advice and/or 
reassurance) is to receive training over a number of days or weeks that uses 
a mixture of theoretical and experiential teaching methods (such as role play) 
with feedback (Ammentorp et al. 2007, Fallowfield et al. 1998, Maguire et al. 
1996, Riess et al. 2012). This type of training is typically classified as 
“Advanced Communication Skills Training”. This was not the type of training 
in the SVQ 3 qualification – which was text-book based and basic, in my view. 
In the geographic area under investigation, “Advanced Communication Skills 
Training” is only available to particular grades of staff, such as senior nursing 
staff, senior allied health professional staff and medics. This means that 
“Advanced Communication Skills Training” courses, are not open to SSCWs on 
the basis of their grade rather than on the actuality of their work. Although I 
am not suggesting that SSCW should be “pushed” into discussing topics such 
as DNACPR decision-making, or that additional training would solve the 
problems I have highlighted to date, I wanted to draw attention to the current 
situation where there is both an institutional requirement for RCH SSCWs to 
participate in complex conversations and an institutional exclusion from 
access to the communication skills training which could support SSCWs to 
develop confidence and competence in managing difficult conversations. This 
exclusion leaves SSCWs in a vulnerable position – in relation to all types of 
difficult conversation.  
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3.3 Chapter summary 
This chapter presented the first stage of my inquiry and analysis to find and 
map the work and texts that shaped SSCWs experience, and to find the clues 
in that experience that would lead on to the next stage of data collection.  
When I spoke with the SSCWs, they described how they followed internal 
processes to know what was expected of them in relation to admitting 
residents and organising and holding care plan review meetings where DNACPR 
forms are a feature. This work involved: knowing what to discuss at care 
review meetings - including raising the topic of the DNACPR form with proxy-
decision makers; and understanding how to get the documentation the care 
home required (a DNACPR form) into resident’s care home files through 
negotiation with the resident’s GP by telephone.  
This chapter highlights the work of getting a form in place was 
important to SSCWs for three reasons:  
1. firstly, to prevent CPR attempts being made on residents when they 
died;  
2. secondly, to satisfy the legal requirement to gain consent to 
give/with-hold treatments from the Power of Attorney of an Adult with 
Incapacity;  
3. thirdly, to comply with internal policies and quality assurance 
processes which included regular care file audits on the 
presence/absence of specific documents;  
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To follow the thread of inquiry into why the care home now had a “policy” 
requiring that SSCWs discuss the DNACPR form at review meetings, when 
before no one in the RCH ever spoke about “these things…not even the 
manager”, it is important to explore the term palliative care. This is because 
palliative care is the organising institutional discourse leading SSCWs to 
initiate conversations about DNACPR forms. They did this under the heading 
of what to do “on the occasion of serious illness” and the content of what was 
discussed under that section was informed by “recent trainings” organised by 
palliative care facilitators and educators working for third sector 
organisations. Therefore, in the next chapter I trace how the discourse of 
palliative care organised the thinking, talking and acting of the SSCWs and 
the palliative care staff. It is also important to trace how this term influenced 
my own thinking, both as a palliative care nurse whose professional work 
influenced events in the RCH, and as a researcher attempting to map the 
social organisation of knowledge in (and about) the research site.  
To begin this process I review key literature to trace and discuss the 
evolution of the term palliative care. I then trace how palliative care policy 
directives made palliative care tools and frameworks mandatory in all care 
settings and review and discuss the authorised knowledge about the taken for 
granted correct way to care for care home residents who will inevitably die. 
In this way I will uncover how knowledge about an authorised version of the 
conceptual practice of palliative care was socially organised in Scotland’s care 
homes - when the data for this study was collected between 2014 and 2015. 
This will demonstrate how dominant knowledge informed by the institutional 
discourse of palliative care made its way into the consciousness of the SSCWs 
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as they attended palliative care “trainings” and were “pushed” into changing  
their working practices as a result.  
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Chapter Four: Reviewing key literature to trace, analyse and 
discuss the development of an authorised version of Palliative 
Care 
4.1 Introduction 
In the previous chapter I described and mapped a routine everyday aspect of 
SSCWs work – admitting frail residents who would inevitably die with or from 
dementia into the RCH and discussing and planning care at a care review 
meeting with family members. In constructing that chapter as vignettes and 
maps I positioned myself as an institutional ethnographer in the RCH paying 
attention to the issues the SSCWs were concerned about in the same way that 
SSCWs described those concerns – as being “pushed” into having a “difficult” 
conversation with family members about a DNACPR form for their loved one 
as a result of “recent trainings” and “things” while also “keeping beds filled” 
by making decisions on what made particular people “suitable for us”. I 
accepted their accounts as being true accounts of their experience. I checked 
the trustworthiness of the vignettes and the maps I constructed from those 
accounts by showing them to SSCWs. They were confirmed as a faithful 
account of a) what happened in the RCH; and b) how they (SSCWs) were 
involved. 
In constructing this chapter I now turn my attention to how events 
described by the SSCWs were socially organised by authorised forms of 
knowledge. “Recent [palliative care] trainings and things [care home policy]” 
was the SSCWs own explanation of why they had been “pushed” into raising 
the topic of the DNACPR forms in the first instance. Knowledge influencing 
the “training” (organised by palliative care education facilitators such as 
myself) and the “policy” of RCH staff “getting the [DNACPR] form” (monitored 
by the RCH manager through an audit of resident’s personal files/care plans) 
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were both organised by the institutional discourse of palliative care. 
Therefore, I will now focus on the development of the institutional discourse 
of palliative care.  
Institutional discourse is defined as any: 
widely shared professional, managerial, scientific or authoritative 
ways of knowing (measuring, naming, describing) states of affairs that 
render them actionable with institutional relations of purpose and 
accountability. Far more than jargon, these are conceptual systems, 
forms of knowledge that carry institutional purposes and reflect a 
standpoint within relations of ruling (McCoy 2006: 118). 
The goals of this analytic chapter are to: to discover what is already written 
in the literature about palliative care, and to highlight: 
how…institutional work processes are organised and how they shape 
the ground of people’s everyday experiences…to glean good 
ethnographic understanding of the informants’ lived experience and 
circumstances in a way that brings into view the institutional hooks 
and traces, identifying sites and processes for further investigation. 
(McCoy 2006:123).  
This required a sustained period of detective work as I followed threads from 
interviews with SSCWs (and others whose work influenced the SSCWs work, 
including my own), reviewed authorised knowledge in the literature, and 
identified the predominant institutional discourse(s) and textually mediated 
relations of ruling. As a result of that detective work, Chapter Four will first 
follow the threads which trace the development of the term palliative care 
and then follow the textually mediated relations of ruling which led to the 
promotion of palliative care tools and frameworks in all care settings by the 
Scottish Government. The promotion of palliative care tools and frameworks 
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was a key part of my role as a palliative care education facilitator (Chapter 
One).  
Uncovering the conceptual framework that socially organised SSCWs to 
initiate a “difficult” conversation about the DNACPR form with family 
members will begin to show how: 
the issue of knowing emerges as a contested aspect of research – that 
in institutional ethnography is made explicit… [it will also show how I, 
as a researcher and institutional ethnographer, attempted to]…come 
to terms with the literature while delineating and maintaining her 
particular stance vis-à-vis discourses, authorised knowledge, and views 
that express a standpoint organised differently from the institutional 
ethnographer’s stance in the everyday world. (Campbell and Gregor 
2002:51)  
4.2 Part One: What are we talking about when we talk about palliative care? 
Palliative care is typically described as a model or philosophy of care (WHO, 
2003, 2004, 2011). However, as highlighted above, I am treating this term 
(and the phrases that were linked with it in the RCH documentation: end-of-
life care and on the occasion of serious illness) as a form institutional 
discourse that organised the thinking, talking and acting of the research 
participants – including myself as a palliative care education 
facilitator/researcher.  
In her explanation of IE as a sociology for people, Smith (2005) 
introduces IE as a: 
theory of language…in which thoughts, ideas, ideologies, and so on are 
lifted out of the regions of people’s heads and into the social, 
understood as the coordinating of people’s doings…because…the 
distinctive forms of coordination that constitute institutions are in 
language. (Smith 2005:94). 
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Therefore, understanding how language was used was important to this study 
because categorising work as palliative care had a powerful co-ordinating 
function that could be seen in people’s talk and actions when that term 
appeared in administrative documents and texts (Smith 2006). 
The terminology relating to palliative care has undergone several 
transitions since it was coined in the 1970s. This has produced confusion about 
what is currently meant when that term is used. Adding to this confusion, 
there are now a range of different terms used in relation to care of people in 
the final phase of life, where the practice of palliative care is typically 
situated. These terms include: hospice care, end-of-life care, terminal care, 
care of the dying, continuing care and supportive care (Payne and Seymour 
2008, Nicholson 2007). Although these terms are used interchangeably with 
palliative care they may or may not have the same aims or goals as each other. 
This leads to confusion about which group of workers should be doing what, 
when they should be doing it, and/or who is responsible for funding it. To 
unravel how this confusion became a practical rather than a conceptual 
problem for SSCWs who had become accountable for discussing the DNACPR 
form with family members, I will now trace where the term originated and 
how it has developed.  
4.2.1 A new model of care emerges and develops 
Dame Cicely Saunders is cited as being the pioneer of the modern hospice 
movement. Her work had significant influence on the development of the 
model of care later identified as palliative care. Trained initially in nursing 
and social work Saunders re-trained as a doctor in 1958 with the intent of 
dedicating her career to improving the care of people who were dying. Before 
this, dying was often viewed as something of a medical failure. According to 
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Krismann-Scott (2001), whose PhD thesis explored care of the dying person 
between 1944-1976, thinking of dying as a medical failure led to the 
marginalisation of those who were dying by sequestering them to  a “Room at 
the End of the Hall” (Krisman-Scott 2001:1) in acute general hospitals. To 
reverse the tendency toward marginalisation and improve the experience of 
those who were dying (with cancer), Saunders founded St. Christopher’s 
Hospice (London, England) in 1967. As there was little enthusiasm for 
specialising in care of the dying within the state funded NHS at that time, this 
work had to be independently financed in its early stages. It took Saunders 
eight years to raise sufficient funds to build and open St. Christopher’s 
Hospice (Saunders and Clarke 2006). The aim of care at St. Christopher’s was 
to reduce people’s suffering by promoting the best possible quality of living, 
and the best possible quality of dying (Pace, Treloar and Scott 2011, Saunders 
and Clarke 2006). To achieve this, care was focussed on the following 
principles:  
1. The inevitability of death must be discussed and prepared for – but neither 
hastened nor hindered. 
2. The patient must be viewed as a whole person with a complex interplay of 
physical, psychological, social and spiritual dimensions at work in their 
experience of pain and illness.  
3. Common symptoms, especially pain, should be effectively managed and 
controlled. 
4. The family rather than the individual should be the unit of care because 
when one member of the family suffers every member suffers.  
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5. Family pain and distress does not end with the death of the patient, 
therefore an active programme of bereavement support and care should 
be developed.  
6. Research and education should be ongoing (Saunders 1993) 
Operating as a small charity with independent funding streams meant that 
senior staff at St. Christopher’s had freedom to pursue this vision of care 
(Saunders and Clarke 2006; Pace et al. 2011). When St. Christopher’s opened, 
it was clear who care was intended for – namely, people with a terminal 
cancer diagnosis and their family members. It was also clear that, under 
normal circumstances, focussed care would only be needed for a relatively 
short time period – weeks or months rather than years - because of the 
progressive nature of advanced cancer, and the lack of effective cancer 
treatments available at that time (Saunders and Clarke 2006).  
Saunders ideas and approach were revolutionary at the time, most 
notably her ideas about continuous pain management for continuous pain, and 
open acknowledgement of and discussion with patients about diagnosis, 
prognosis and the inevitability of death. Thanks to the guidance based on 
Saunders approach now being set in World Health Organisation’s analgesic 
ladder (WHO 1996)11 continuous pain management for people who are 
experiencing continuous pain is common practice. However, in the 1960s and 
70s there was hesitancy around prescribing regular doses of strong analgesia 
out of fear that patients may develop an opiate addiction. In addition to 
challenging ideas about pain management, Saunders challenged the ethic that 
                                                          
11 When this guidance is followed it is reported to be 80-90% effective in 
managing cancer pain.   
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it was acceptable - and even desirable - to conceal a cancer diagnosis and 
prognosis from patients12. This may have come from a well-intentioned desire 
to protect sick and vulnerable people from additional distress.  However, 
counter culturally, Saunders advocated that healthcare professionals should 
more openly recognise the point at which life may be coming to a close, and 
then have open and honest conversations about patients’ likely prognosis - 
including the treatment options that were now viable/non-viable as a result. 
This was important for cancer patients who were often receiving 
chemotherapy and radiotherapy up to the point of death. These can be 
difficult and demanding interventions for patients to tolerate under the best 
of circumstances. As they have minimal clinical benefit for terminally ill 
people, Saunders believed that open recognition of the terminal phase would 
minimise the use of burdensome but ineffective interventions in favour of 
promoting comfort instead (Saunders and Clarke 2006). Saunders also believed 
this level of openness would assist people with the process of actively 
preparing for the inevitability of death. 
Inspired by the principles and techniques being employed at St. 
Christopher’s, Balfour Mount - a Canadian physician - opened a hospital ward 
in 1973 to offer the same kind of care to Canadian cancer patients. However, 
he decided not to adopt the word “hospice” to describe this ward, because 
that term was already in use in Canada to describe a care setting for the poor 
and destitute. He introduced the term palliative care unit instead. He did 
this for a number of reasons: partly to minimise potential stigma associated 
                                                          
12 This debate was still going on in the mid-1980s when I first entered 
healthcare work. 
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with the term hospice; partly because he was drawn to the word’s etymology 
which means to cover, protect, alleviate and improve the quality of 
something; and partly to intimate that a specialised type of care was being 
delivered (a device employed by other medical specialities, such as cardiac 
care in a coronary care unit) (Pastrana et al. 2008). Although the terminology 
Mount adopted was different, the target patient group, terminally ill cancer 
patients, and the overall philosophy of care was largely the same as that of 
the St. Christopher’s model. One crucial difference between Saunders’ 
hospice and Mounts’ ward was how they were financed and operated. Mount 
chose to set the palliative care unit up within the hospital building. He did 
this to progress the work of integrating care of the dying into the 
administrative and funding structures of Canada’s healthcare system - rather 
than operating as an adjunct to that system as was the case with hospice care 
in the UK. He also did this because he did not feel the independent hospice 
model was financially viable or sustainable in Montreal where he worked 
(Scott et al. 2015).  
Funding care of the dying has been an ongoing challenge for UK hospice 
care. In the early days the media played a significant role through informing 
and shaping the national (public) consciousness about the way terminally ill 
cancer patients were cared for at St. Christopher’s. This consciousness 
shaping work began in 1978 after journalist Victor Zorza and his wife published 
a personal account in the Guardian newspaper called Death of a Daughter 
which was about their experiences of care at the hospice (Zorza and Zorza 
1978). They subsequently expanded their article into a book (Zorza and Zorza 
1981) at a time when the hospice/palliative care movement was still relatively 
young and unknown by the general public. (A movement is defined as a group 
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of people working together to advance their shared political, social, or artistic 
ideas.) This book made Saunders into something of a folk hero. It also raised 
public awareness about the potential of this new model of care for terminally 
ill cancer patients, and generated much needed public interest in fundraising 
to build and finance the operation of more charitable hospices in a number of 
communities throughout the UK (Richmond 2005)13.  
Over time, the philosophy behind Saunders model of care spread to 
many other areas of the world. The term palliative care rather than terminal 
care or hospice care was adopted in 1990 by The World Health Organisation 
(WHO 1990). Adoption of this term was not universally welcomed. Indeed, 
some criticised it as a euphemistic devise to create distance from the bolder, 
and arguably clearer, label of terminal care (Pastrana et al. 2008). Around 
the same time, in 1987, the practice of palliative medicine became a distinct 
medical speciality in the UK (Hiller 1988) and the term palliative care was 
accepted and adopted by the international community.  
The following section will demonstrate some of the challenges that 
have arisen in relation to defining the term palliative care.   
4.2.2 Defining Palliative care: The WHO 
Palliative care has been defined twice by the WHO, a powerful partner in 
determining the shape and direction of the palliative care movement (WHO 
1990, WHO 2002). Their first definition was published in 1990 when palliative 
care was defined as: 
The active total care of patients whose disease is not responsive to 
curative treatment. Control of pain, other symptoms, and of 
                                                          
13 Funding remains an issue for UK hospice based care, which is coming under increasing scrutiny to 
demonstrate value for money from NHS funding bodies who negotiate levels of financial support on a 
hospice by hospice basis. 
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psychological, social, and spiritual problems is paramount. The goal of 
palliative care is achievement of the best possible quality of life for 
patients and their families. Many aspects of palliative care are also 
applicable earlier in the course of the illness, in conjunction with anti- 
cancer treatment (WHO 1990:11). 
It is obvious from this definition that palliative care was originally intended 
for cancer patients and was an extension of oncology, a branch of medicine 
that deals with the prevention, diagnosis and treatment of cancer. However, 
during the late 1990s a greater emphasis started being placed on applying 
palliative care to diseases other than cancer and in settings other than 
specialist units (National Council for Hospice and Palliative Care Services 
1997). The case for this wider remit tended to be made on ethical grounds 
around equity of access and resulted in a move towards advocating that 
palliative care should be available to everyone who was affected by diseases 
that were not responsive to curative treatment (Addington-Hall et al. 1998). 
In other words, it should not be for people affected by cancer alone. This led 
to an updated definition of palliative care being published by the WHO in 2002 
(WHO 2002). The 2002 definition is the current definition on the WHO web-
site. It states that palliative care is: 
An approach that improves the quality of life of patients and their 
families facing the problems associated with life-threatening illness, 
through the prevention and relief of suffering by means of early 
identification and impeccable assessment and treatment of pain and 
other problems, physical, psychosocial and spiritual (WHO 2016: 
online). 
It is important to recognise that these subtle changes in wording have had 
considerable practical implications. Broadening who palliative care was aimed 
at presented national Governments with a significant political challenge of 
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how to fund, organise, deliver and monitor palliative care for a much wider 
group.  It is also important to emphasise that the culture of palliative care, 
and the subsequent development and delivery of palliative care services, was 
shaped around the care of people who are dying from cancer (Hockley 2006), 
which tends to follow a relatively predictable disease trajectory. For 
example, once a cancer disease trajectory reaches the point of producing 
permanently reduced functional status, there is a relatively recognisable and 
short dying trajectory. This short and recognisable dying phase makes cancer 
a distinctive disease process. Dying from non-cancer diseases tends to be more 
prolonged and more difficult to predict, both in terms of how the disease is 
likely to progress and in relation to when the irreversible end point and dying 
phase might be reached. This means the care needs of each group are 
different. 
The different patterns of dying will be outlined further in the following 
section. 
4.2.3 Dying trajectories 
Dying trajectories, the time between the onset of the dying process and the 
arrival of death (Glaser and Strauss 1965), have become an important concept 
in the palliative care literature. In 2003, Lunney et al. (2003) proposed the 
following patterns of functional decline from the most commonly occurring 
diseases. These dying trajectories were corroborated by Scottish palliative 
care researchers in 2005 (Murray et al. 2005) and are used in the first national 
action plan on palliative and end-of-life care in Scotland, Living and Dying 
Well in 2008 (Scottish Executive 2008). They have become powerful drivers 
for those planning and delivering palliative care services for people living and 
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dying with diseases that are no longer responsive to curative treatment. The 
four dying trajectories are: 
1. Sudden death where there was little prior warning. 
2. Death following a terminal illness, typically cancer, where people tend to 
remain in relatively good health until their functional status begins to 
deteriorate. This permanent reduction in function is an important 
prognostic indicator. It often occurs around 12 weeks prior to death, and 
is a timeframe which tends to be consistent across all age groups 
(Costantini et al. 2008). 
3. Death from organ failure where there is a gradual decline in functional 
status that tends to be punctuated with acute episodes of deterioration 
and recovery - after aggressive treatment in hospital. However, even with 
aggressive treatment every acute episode poses a serious and immediate 
threat to life because recovery is not always possible, and any acute 
episode could end in death. The end-stage of this disease trajectory is 
longer than a cancer trajectory – typically between two – five years. Lack 
of predictability makes it challenging to plan ahead for this group (Gott et 
al. 2007). 
4. Death following gradual and progressive decline typically from conditions 
such as frailty, stroke and dementia - often referred to as a period of 
prolonged dwindling before death (Murray et al. 2005). This group has 
sometimes been categorised as the disadvantaged dying, because until 
around 2006 they received less attention from policy makers than people 
dying from other conditions (Abbey et al. 2006, National Institute for 
Health and Clinical Excellence 2006). People with frailty and dementia 
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tend to have a protracted and uncertain journey toward death that lasts 
between four - eight years. This journey is often compounded by multiple 
difficult and uncomfortable co-morbidities - any of which could also result 
in death (Payne and Froggatt 2006).  
These disease trajectories are often represented pictorially, as follows: 
 
 
 
 
 
 
 
 
 
Figure 1. The 4 main disease trajectories (Lunney et al. 2003) 
 
These diagrams and descriptions highlight that there are significant 
differences between the typical clinical progression (predictable/uncertain, 
rapid/prolonged) and the timescale of decline (ranging from 12 weeks – 8 
years respectively) between each of these dying trajectories. As previously 
highlighted, the original model of palliative care was designed to respond to 
the needs of those affected by cancer at the point where curative treatment 
was no longer possible, and who were by implication in the terminal phase of 
illness (WHO 1990). Predicting how and when a person with organ failure, 
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frailty and/or dementia (non-cancer disease processes) will enter the terminal 
phase, or succumb to the effects of their disease, is much more challenging 
and problematic in clinical practice. This suggests that the tasks and timings 
of interventions categorised as palliative care for people facing the problems 
associated with non-cancer disease processes will not be the same as the tasks 
and timings of those with a terminal cancer diagnosis.  
This study focussed on SSCWs work to organise care for RCH residents 
with dementia who will inevitably die with or from dementia. As highlighted 
in Chapter One, there is a growing trend in the healthcare literature to classify 
dementia as a terminal condition that could benefit from the application of 
palliative care (Sampson 2010). People with dementia are often categorised 
as following the frailty dying trajectory (Murray et al. 2005). The level of 
uncertainty that surrounds the progression of dementia, including when and 
how death may occur, makes supporting the family unit and planning ahead a 
difficult and demanding experience for professional care staff (Sampson 
2010). Lack of awareness among patients and families that non-cancer 
diseases are classified as terminal conditions means that the topics of planning 
ahead for illness and death are not only unexpected they are also often 
unwelcome among that group (Kendall et al.2015). This makes knowing if, 
how and when to begin the process of talking to people about death and dying 
a complex and confusing process for people organising care for people with 
non-cancer diseases (WHO 2011).  
The following section outlines a further brief analysis of recent 
definitions of palliative care - which seem to be moving away from death and 
dying as the central principle of practice. 
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4.2.4 Moving away from death and dying as central themes in recent definitions 
In 2001, Cairns commented that that no other area of healthcare seems to 
have gone to the lengths to define itself as has the practice of palliative care. 
Lack of consensus about what the term palliative care currently means, who 
it is for, who is equipped to provide it, and who should pay for it, has led to 
the term being defined, and re-defined, by a succession of national and 
international groups. In 2003 Doyle commented that no sooner “is a new 
service started anywhere in the world, or a new professional palliative 
association formed, then people sit down a write a new definition...” (Doyle 
2003: 9). The search for consensus was ongoing in 2008 when Pastrana et al. 
published their discourse analysis of the term palliative care. They identified 
37 English and 26 German definitions of the term. Their analysis suggested 
that the continued debate and activity around trying to produce a definitive 
description of what palliative care entails signified that discussion about this 
terminology was likely to go on for some time to come – which the most recent 
publication on palliative care from the Scottish Government suggests is 
problematic (Scottish Government 2015). 
Some writers have argued that, in order to have wider applicability, 
many of the newer and broader definitions of palliative care have moved away 
from Saunders’ dual focus of offering holistic symptom management while 
also supporting people to prepare for the inevitability of death (Krakowski 
2006, Payne and Seymour 2008). These writers have come to this conclusion 
because many of the more recent definitions seem to concentrate primarily 
on issues of symptom management and quality of life. Important as good 
symptom management and quality of life are, this narrower focus has resulted 
in Pastrana et al. (2008) noting that the words death and dying are used less 
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frequently in more recent definitions of the term. They submit that this 
tendency to omit the words death and dying demonstrates a conceptual shift 
away from the care of the imminently dying. Indeed Pastrana et al. (2008) 
suggest that the relationship between newer definitions of palliative care and 
the issues around death and care of the dying are becoming increasingly 
“strained” (Pastrana et al. 2008:229) as time goes on.  
This conceptual problem has practical implications in relation to the 
terms that are used to describe (and then mandate and measure) work that is 
categorised as palliative care in care settings – such as RCHs (Scottish 
Government 2015). It also has practical implications in relation to the current 
lack of knowledge about the experiences of people with different life limiting 
conditions (and their families) as they die. Worryingly, research into care of 
the dying published in palliative care journals is becoming less and less 
common as time goes on (Nobel and Winslow, 2015). This leaves those 
mandating, organising, delivering and regulating care dependent on current  
knowledge about death and dying – which is predominantly based on the 
experiences of those who are living/dying with cancer. This cancer based 
knowledge is of limited usefulness to those who will die from other conditions, 
such as RCH residents with dementia. It is also of limited usefulness to those 
who will care for that group – such as RCH and community based support staff. 
For a variety of reasons, Moore and Hanratty have described care home 
residents as being systematically out of sight and out of mind (Moore and 
Hanratty 2013). Lack of research into how people with dementia die in care 
homes keeps this group out of sight and out of mind and could be described 
as a further example of staff and residents from this setting being 
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“abandoned” by the wider community as knowledge of residents and 
happenings in the care home is routinely subordinated to the authorised, but 
limited, cancer-based knowledge about death and dying.  
The following section outlines how revised definitions of the term 
palliative care have developed further, so that complex work with people who 
are dying is now classified as “routine”.  
4.2.5 Reclassifying palliative care as “routine” work 
In 2008, building on the WHOs updated definition of palliative care (WHO 
2002), the term palliative care started being used in influential UK policy 
documents to describe a model of care that was expected to straddle all care 
settings and be available to those affected by all types of life limiting illness 
(Department of Health 2008, Scottish Executive 2008). Furthermore, 
palliative care was to be available from the time of diagnosis of life-
threatening illness, up to, through and beyond death into bereavement for 
those who were left behind. While these developments may be both 
appropriate and welcome, widening both the target patient group and the 
length of time that input is required has produced a blurring of what were 
once fairly clearly recognised service and manpower related boundaries. In 
the process it has created a significantly increased demand for activities 
associated with palliative care. Meeting such an expanded commitment has 
posed the Scottish Government with significant challenges, including how to 
upskill existing staff groups to be deemed competent in performing activities 
categorised as palliative care. 
Perhaps as one means of responding to the challenges posed by 
expanding the remit and applicability of palliative care, it has increasingly 
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been proposed that palliative care should be thought of as a spectrum or 
continuum of care rather than as a distinctly specialist activity (Scottish 
Executive 2008, WHO 2011).  
According to this view, at one end of the spectrum palliative care 
should include the general knowledge and skills that staff in all health and 
social care settings have a duty to provide and which is described as general 
palliative care or routine care. This authorised knowledge about care of the 
dying person as routine care is demonstrated in the definition of general 
palliative care in the Audit Scotland (2008) report: 
General palliative care forms part of the routine care of patients and 
support for carers. It can be provided in the patient’s home, a care 
home, in GP practices or as part of the general care provided in 
community or acute hospitals. It may be part of the work of a range 
of health and social care workers including GPs and district nurses, 
social workers or care assistants, as well as hospital staff. (Audit 
Scotland 2008: 3). 
At the other end of the spectrum, specialist palliative care is thought to 
include the more detailed knowledge and skills provided by specialists whose 
main work is with people at the end of life, who have recognised palliative 
care qualifications, and often work in distinct physical locations such as a 
hospice or palliative care ward. This is described as specialist palliative care 
for people with specialist palliative care needs. Specialist palliative care 
needs are categorised as being needs which are particularly challenging 
and/or complex to manage (Audit Scotland 2008, WHO 2011). According to 
this spectrum, or continuum, of care, generalists should be able to manage 
on their own with the occasional back up of specialists, on whom they can call 
for help and support - when patients have (specialist) palliative care needs. 
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This was not the case in the general care setting of the RCH where general 
medical (and nursing) support was unpredictable, and specialist support could 
only be accessed by GP referral.  
This additional change in wording and thinking altered what had 
previously been taken for granted, that the term palliative care described the 
specialised activities of experienced and qualified healthcare staff working 
with a distinct patient group for a relatively short period of time, into 
something much broader - and now the accountable business of all staff caring 
for everyone with a life-limiting illness in any care setting.  
Part two of this chapter will continue to explore the institutional use 
of the term palliative care to uncover how an authorised and mandated set of 
tasks and activities, categorised as palliative care, has emerged in Scotland. 
This changed what was expected, and then measured, as palliative care work 
in the general care setting of the RCH under study. It also directly influenced 
the social organisation of my own knowledge as a palliative care education 
facilitator who offered training opportunities to staff at that site. 
4.3 Part Two: Palliative care in care homes: policy and palliative care tools 
This section traces how the conceptual practice of palliative care was 
promoted in all care settings – including care homes - through the mandated 
use of palliative care tools such as the Gold Standards Framework (GSF) (Table 
1 below), and the Liverpool Care Pathway (LCP) (Table 2 below). 
4.3.1 Policy, research and caring for dying people in RCHs 
From 2000 onwards, the term palliative care started making its way into a 
range of Scottish Executive policy statements. These documents include: Our 
National Health, A Plan for Action A Plan for Change (2000) - which stated 
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that palliative care should be available on the basis of need not diagnosis; 
Cancer in Scotland: action for change (2001) - which also acknowledged the 
need for wider application of palliative care beyond cancer care; and 
Coronary Heart Disease and Stroke Strategy for Scotland (2002) - which 
indicated that palliative care should be available to all with end stage heart 
failure.  
In 2006 the Scottish Partnership for Palliative Care (SPPC) published 
Joined up Thinking, Joined Up Care (SPPC 2006). The SPPC describes itself as:  
…an umbrella and representative organisation which, through a 
collaborative approach, supports and contributes to the development 
and strategic direction of palliative care in Scotland.” (Scottish 
Partnership for Palliative Care 2015: online) 
 Joined up Thinking, Joined Up Care (SPPC 2006) was a report on a three year 
project funded by the Big Lottery Fund to increase access to palliative care 
for people with conditions other than cancer. Around the same time, 
increased interest about the practice of palliative care in care homes led to 
the publication of Making Good Care Better which detailed national practice 
statements to guide the practice of general palliative care in adult care homes 
(Scottish Executive, Scottish Partnership for Palliative Care. 2006). This 
document was designed to raise awareness among care home staff about what 
was considered best practice in general palliative care in care homes at the 
time of its publication. It was developed at the request of the Scottish 
Executive (Scottish Executive, Scottish Partnership for Palliative Care 2006) 
and produced by an expert working group set up by the SPPC, who appointed 
twelve members to the national practice statements working party. It is 
interesting to note that the majority of this group were from the specialist 
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palliative care community. Only two members came from the care home 
sector. This suggests that the knowledge and experience gained by specialists 
caring for people dying with cancer was the primary knowledge base used to 
inform how palliative care should be organised for older people being cared 
for in care homes. These practice statements were then used by the Care 
Commission (now the Care Inspectorate) – the body responsible for inspecting 
and grading care homes in Scotland at that time – to evaluate the quality of 
palliative care in care homes (as is further discussed in Chapter Six). A report 
based on this inspection was published in 2009 which claimed that while there 
were examples of excellent care across Scotland, 43% of care homes for adults 
and older people did not recognise or support the palliative care needs of 
residents (Care Commission 2009). This report was published shortly after 
Audit Scotland’s report Review of palliative care services in Scotland (Audit 
Scotland 2008) which also highlighted that palliative needs were not always 
well recognised or supported in general care settings such as care homes. 
Understandably, these documents created a heightened level of concern 
about the welfare of people who were (living and) dying in those settings.  
In 2008, the first Scottish national action plan for palliative and end-
of-life care was published: Living and Dying Well (Scottish Executive 2008). 
This policy document also stated that palliative care provision was to be based 
on need rather than diagnosis. To improve palliative care provision, the 
Scottish Government had to rely on the knowledge, skills (and bodies) of a 
diverse staff group across diverse care settings. The staff groups and settings 
included:  NHS hospital and community staff working in hospital and 
community settings; non-NHS hospice staff working charitable hospices; and 
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non-NHS care home staff working in care homes (RCHs and NCHs). These staff 
groups and these care settings are neither inevitably nor completely under 
the control of the Scottish Government, or other any other national body. 
Therefore, one challenge of the government setting specific expectations 
around palliative care provision was how to standardise and make the work of 
palliative care knowable to those not previously socialised into its practice. A 
second challenge was how to administer, manage and audit the application of 
that knowledge. To address these challenges, the Scottish Government 
mandated that standardised texts, or palliative care tools, should be used to 
guide care in all care settings. 
“NHS Boards – through palliative care networks and Community Health 
Partnerships – should ensure that recognised palliative care tools are 
used across all care settings by 2010” (Scottish Executive 2008:10).  
Palliative care tools are texts that focus the attention of staff: firstly, on 
identification and assessment of needs categorised as palliative care needs; 
secondly, on planning, delivering and co-ordinating particular activities to 
meet those needs; and thirdly on generating further texts to share identified 
palliative care needs, plans and actions with other staff groups in other care 
settings (as deemed appropriate). Textually mediated work using palliative 
care tools (such as the Gold Standards Framework (described in Table 1 below) 
became the basis of national standardised, authorised and accountable 
actions and activities in relation to palliative care work in general settings 
such as hospitals, patient’s own home and care homes. Improving knowledge, 
skills and processes about palliative care was considered particularly 
important in general settings, because research produced around the same 
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time as the tools were developed and the action plan was published suggested 
that general settings were where most people actually died (Gomes and 
Higginson 2008). 
It was thought the implementation of palliative care tools would 
provide a consistent and fair approach to the delivery of palliative and end-
of-life care across Scotland so the documents and processes of Gold Standards 
Framework, Advance Care Planning, DNACPR and the Liverpool Care Pathway 
became the key texts used to organise knowledge and practice in a variety of 
settings, including care homes.  
The topic of palliative care in relation to care homes came to the fore 
as a result of the first research projects into living and dying in UK care homes 
and early research suggested that: approximately 20% of all deaths in the over 
65 age group took place in a care home (Froggatt 2004; Social Care Institute 
for Excellence (SCIE) 2004); that the majority of residents in care homes died 
within two years of admission (Hockley and Clarke 2002); and that there were 
reasons to be concerned about the quality of living and dying among care 
home residents (Hockley and Clark 2002, Katz 2003, Sidell and Komaromy 
2003). As a result there was a steady increase of writing and advocacy in the 
professional literature actively promoting a palliative approach to care in the 
care home setting. Promoting this approach was considered important 
because of its focus on comfort and improved quality of living, and because 
of its focus on the active preparation for the inevitability of death. It was 
believed that increasing the focus on death and dying would raise awareness 
that death and dying were central, significant and important 
events/experiences that regularly happened in care homes - as opposed being 
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peripheral or rare events (Aoun et al. 2005 , Kayser-Jones et al 2005). Patient 
advocates and researchers hoped that increasing awareness of death as a 
fundamental and common happenings that took place in care homes would 
place a greater value and emphasis on attending to the quality of dying that 
was experienced in that setting (Brazil et al. 2004, Hockley and Clark 2002, 
Katz and Peace 2003). According to research carried out by Jo Hockley - the 
first specialist palliative care nurse to carry out doctorate level research into 
death and dying in Scottish nursing care homes - open discussion of these 
topics was not common in care homes at that time (Hockley et al. 2004, 
Hockley et al. 2005, Hockley 2006). Indeed, she described death and dying as 
taboo subjects which were not routinely discussed or planned for leading to 
increased suffering as a result of “inappropriate” transfers to hospital as older 
people were dying (Hockley 2006) To improve this situation Hockley carried 
out ground-breaking research into the use of palliative care tools in Scotland’s 
nursing care homes. In Section 4.3.3 I will describe the significant influence 
Hockley’s work has had on the development (and management) of my own 
professional role and thinking. I will also describe how, as a result of taking 
the standpoint of those having their working lives restructured by the 
institutional discourse embedded in palliative care tools, my thinking has 
changed during the course of this research.  
To first understand the significance of Hockley’s influence on the way 
palliative care in care homes has developed in Scotland it is important to have 
some understanding of Hockley’s background and the institutional discourse 
that shaped her work in care homes. 
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4.3.1.1 Jo Hockley: Background and research focus 
Jo Hockley’s palliative care career began in 1979 as a ward sister in St. 
Christopher’s Hospice, London, working alongside Dame Cicely Saunders. 
Recognising the potential of this model of care and wanting to see it more 
widely available, Hockley went on to set up two hospital based palliative care 
teams, one in London and one in Edinburgh. In 2000 she turned her attention 
to care homes when she was offered the opportunity to carry out a five year 
participatory action research study, in association with Edinburgh University, 
to evaluate the effectiveness of two palliative care tools - the Gold Standards 
Framework (GSF 2005), and the Liverpool Care Pathway for the Dying Person 
(LCP) (Ellershaw and Wilkinson 2002, 2010) - in eight NCHs in Lothian, 
Scotland. Previous research into the quality of palliative care available to care 
home residents (Brazil et al. 2004, Hockley and Clark 2002, Katz and Peace 
2003) made those settings a prime target for those wishing to implement a 
more structured approach to the management of what was considered a 
failing aspect of care home work.  
Hockley carried out her PhD study while working jointly as a hospice 
based palliative care clinical nurse specialist with a remit to care homes, and 
as a research fellow at Edinburgh University (Hockley 2006). After completing 
her study, Hockley accepted a 5 year fixed-term appointment as Nurse 
Consultant back at St. Christopher’s in London, where in 2009 she set up the 
first hospice based research and practice project team researching and 
supporting the implementation of palliative care tools to develop palliative 
care practice in care homes. In 2013 she was awarded the OBE for her services 
to palliative care nursing. This brief biography highlights Hockley’s 
156 
 
professional commitment to improving the experience of dying for care home 
residents, it also demonstrates the level of respect that she holds within and 
beyond the discipline of nursing.  
Hockley’s action research study focused on implementing and 
evaluating two established palliative care tools and frameworks, the Gold 
Standards Framework for Care Homes (GSFCH) and the Liverpool Care 
Pathway for the dying person (LCP). The process of developing those tools was 
the work of teams who had observed and recorded, or captured, the complex 
and skilled range of processes and activities carried out by palliative care 
specialists. These specialists usually worked in hospices with cancer patients. 
Their activities were considered best practice at the time the tools were 
developed. After capture, the processes and activities were textually 
reconfigured in a variety of interlinked local and national documents. These 
documents were reviewed and updated by professional bodies on a regular 
basis. The documents used in the GFCH include: a prognostic indicator tool - 
developed to alert clinicians to those patients who may have advanced 
disease, be in the final year of life and/or need palliative/supportive/hospice 
care  (Gold Standards Framework 2015) (Appendix 32); a holistic assessment 
tool to help guide an exploration and discussion of  current and future needs 
and wishes about treatment and care (Gold Standards Framework 2015) 
(Appendix 4); an end-of-life tool to guide care of the dying person, usually 
the LCP (Ellershaw and Wilkinson 2002,2010); and guidance about palliative 
symptom management and prescribing (the most recent version of this 
guidance for Scotland was published by Health Improvement Scotland NHS 
Scotland in 2015).  
157 
 
 The process of implementing the GSF was organised around seven key 
tasks – the 7 Cs of the GSF (Thomas 2003) 
Table 1: The Gold Standards Framework (GSF) 
1. Communication  
 set up a palliative care register to highlight patients who have 
palliative and end-of-life care needs (as identified by the prognostic 
indicator tool), 
 meet regularly as a team to discuss the care needs of that group,  
 ensure patients and families have the information they need and 
want, 
 talk to patients and families about their wishes around future care 
so those wishes are known and taken into account. 
2. Co-ordination  
 appoint a clinical lead within the GP practice to co-ordinate care.  
3. Control of symptoms  
 use holistic assessment tools to identify and assess symptoms 
(Appendix 4) 
 promote joint working between professional groups to effectively 
manage symptoms identified 
4. Continuity of care 24/7  
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 develop systems to inform out of hours services about key 
information regarding patient care 
  work with secondary care teams to promote continuity of care for 
palliative care patients  
5. Continued learning and process improvement 
 use audit, significant event and after death analysis in the 
development of practice protocols and to aid reflection on practice 
at GSF meetings. 
6. Carer support  
 assess and work toward meeting the needs of those caring for the 
patient up to and beyond bereavement. 
7. Care in the dying phase  
 use an end-of-life care pathway in association with local health board 
guidance about care of the dying person. 
 (Thomas 2003) 
 
To achieve these goals all residents in Hockley’s study were placed on a 
supportive/palliative care register (Appendix 33) and then coded as: A, 
years to live; B, months to live; C, weeks to live; D, days to live; or aftercare 
for the period following a death. After coding people into standardised 
categories specific tasks were assigned to workers, including:   
1. Clarify resuscitation status.  
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2. Complete an Advance Care Plan.  
3. Identify problems and concerns such as pain, depression and/or family 
difficulties.  
4. Decide if other healthcare specialists need to be involved. 
5. Send an out-of-hours form to the out-of-hours medical service (NHS 24) 
6. Complete an After Death Analysis form (Appendix 34).  
The supportive/palliative care register was also used to prompt discussions 
about the care of residents at case management meetings. This ensured that 
the focus of care in the care home was maintained on each of the designated 
work items above. In this way staff were organised to do work aimed at: the 
performance of specific tasks; contacting and discussing work items with GPs 
and other healthcare professionals; and taking pre-emptive action to reduce 
unscheduled hospital admissions in the final stages of life.  
Hockley’s work was the authorised knowledge that informed my own 
thinking about how care of those who were sick and dying should be organised 
in care homes. It also informed the development of the SPAR document and 
processes (Appendix 1-4) that I promoted in the research site as a palliative 
care education facilitator (Chapter One). Although organisationally useful, I 
now recognise that coding people in this way objectifies a human being in 
need of care into standardised categories for the purpose of allocating and 
tracking work – in this case, filtered through the lens of how long a person 
may have left to live.  
As discussed in Part One of this chapter, predicting the likely prognosis 
of a person with a non-cancer diagnosis such as dementia is difficult – for 
example, although he was frail before his condition deteriorated, until the 
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last few weeks of his life Resident A (Vignette 1) had been able to wash, eat 
and dress with assistance, so staff told me that they had not expected him to 
die when he did. Furthermore, the complexity of the work listed in the 
supportive/palliative care register above is not reflected in the associated 
textual practices of briefly recording those activities as dates and/or ticks on 
a chart (Hockley’s research: Appendix 33; SPAR Project Work Appendices 1-
4). For example, clarifying the resuscitation status of Resident B (Vignette 2) 
was challenging because, even when she was unwell, her GP conducted 
medical consultations by phone rather than in person. Furthermore, her 
elderly husband did not understand the implications of medical tests and 
interventions and told staff to “do everything for her”. It was not until this 
woman was admitted to hospital, in pain and distress that the decision about 
CPR was “taken out of his hands” – meaning a medical assessment of her 
resuscitation status was carried out and she returned to the RCH with a 
DNACPR form. The work of advance care planning in the “serious illness” 
category of the personal file/care plan was driven by institutional 
requirements to conduct a time limited six-month review where SSCWs had to 
cover topics from who had been to visit the resident, to what she had spent 
her allowance on, to what family members wanted staff to do when her heart 
and breathing stopped. Staff knew that no previous resident had ever survived 
a CPR attempt, and they knew that some family members “couldn’t bear to 
think about all of that” [death, dying and the DNACPR form] and they knew 
that talking about death, dying and the DNACPR form was something they 
“never used to speak about” because residents who were sick were 
transferred out of the RCH. Nevertheless, they also knew that things had 
changed, and now family members had to be asked about death, dying and 
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the DNACPR form. Another challenge hidden from view in tick, number and 
colour based palliative care tools, such as the SPAR register is that the work 
of identifying problems and deciding if other professionals needed to be 
involved did not always meet with a satisfactory response (e.g.: when nurses 
were asked for support with a dying man in Vignette 1 they delivered mouth-
care supplies but did not offer any other help or support; when the GP was 
asked for support with a distressed woman in Vignette 2 he did not assess her 
in person but told staff to call an ambulance and send the woman to hospital). 
Finally, “out-of-hours forms” are tied in to the electronic patient 
management systems of GPs - which I knew from conversations with care 
home staff during education sessions to raise awareness of the DNACPR form, 
that GPs often resisted completing for care home residents. Staff said GPs 
refused to do this because “out of hours forms” were only for cancer patients 
“on the palliative care register” of the GP practice (the GPs palliative care 
register is discussed further in Section 5.3.2). These issues demonstrate that 
successful completion of the tasks and processes embedded in Hockley’s 
research, and my professional work with the SPAR documents, is dependent 
on a level of external support from doctors (and nurses) that was not reliable. 
And, none of the actual complexity of the palliative care work recommended 
in the mandated tools is evident in a chart with ticks, numbers, colours and 
dates. 
At the time of Hockley’s study, task seven in the GSF process - care in 
the dying phase - was guided by the alerts and guidance contained within the 
LCP (Ellershaw and Wilkinson 2010). The LCP was a goal based integrated care 
pathway which was developed at the Marie Curie Hospice in Liverpool in the 
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late 1990s for terminally ill cancer patients thought to be in the last days of 
life. Until 2013, when a phased process of withdrawal began (Department of 
Health 2013), the LCP was widely promoted as a model of good practice by a 
variety of powerful local and national bodies (General Medical Council 2010, 
National Institute for Clinical Excellence 2011, Scottish Executive 2008). 
Seventeen goals were included in the LCP. Goals included aspects of 
care such as: the patient is pain free; the patient receives fluids to support 
their individual needs; and the wellbeing of the relative or carer attending 
the patient is maintained. Again, the LCP was a document which captured and 
textually reconfigured the activities of specialists working with cancer 
patients.   
The key tasks of the LCP were: 
Table 2: The Key Tasks of the Liverpool Care Pathway for the Dying Patient 
1. Diagnose dying: Before admission onto the pathway, dying was 
diagnosed by the patient’s multi-disciplinary team. The process of 
diagnosing dying was supported by a decision-making algorithm. The 
algorithm promoted the use of clinical judgment, particularly around 
considering if there were any alternative and potentially reversible 
reasons for the patient’s current symptoms. Only after all potentially 
reversible reasons for the patients’ symptoms were ruled out, and it 
was the clinical judgment of the healthcare team that the patient 
was likely to die in the next hours or days, should the patient be 
deemed eligible for admission onto the pathway.  
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2. Initial holistic assessment to inform care. There was a joint focus on 
the anticipation of needs and symptoms and the promotion of 
comfort as the person was dying. The process of assessment included: 
clinical decision-making about the risk/benefit of continuing to 
administer the currently prescribed medication; the risk/benefit of 
commencing or continuing artificial nutrition and hydration; and 
clarifying the person’s current resuscitation status. This section of 
the LCP also included prompts for staff to speak to families to ensure 
they were aware that relative/friend was dying and assessment tasks 
to draw attention to families’ needs. 
3. Regular ongoing assessment to task staff with regular times for 
attending to the comfort oriented goals of care for the patient and 
for the family.  
4. Care after death including verification of (expected) death, 
supporting families with information about what they should do next, 
last offices and communicating with other health and social care 
professionals about the patient’s death. 
(Ellershaw and Wilkinson 2002, 2010) 
 
The tasks and processes contained within the LCP were considered best 
practice in care of the person who was dying until 2013 - 2014 when it was 
withdrawn (as discussed in Section 4.3.4 below). All of the above are complex 
tasks which require staff to: make (difficult) judgements about the likely 
dying trajectory of people with every category of life-limiting illness; engage 
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in (difficult) conversations about resuscitation and people’s hopes and fears 
about their future care; diagnose dying (in consultation with a doctor); make 
a (medical) decision on the need to with-hold and/or withdraw treatments as 
a person is dying; make a (medical) treatment plan to prescribe and 
administer medication to manage common symptoms; and initiate (sensitive) 
conversations with family members about the (suspected) imminent death of 
their loved one.  
4.3.1.2 The findings of Hockley’s research and data from this study 
Hockley reported the following gains from implementing the GSFCH and LCP 
(Hockley 2006, Hockley et al. 2008, Hockley et al. 2010):  
1. Fifty percent fewer deaths in hospital - which reduced from 15 – 8% 
when compared with the preceding 12 months.  
2. A 40% reduction in inappropriate hospital admissions - admission 
was categorised as inappropriate when residents died within two 
days of admission to hospital.  
3. Advance care planning and decision-making in end-of-life care rising 
from 4 – 55%.  
4. DNAR status increased from 8 – 71% - resulting in fewer CPR 
attempts and fewer emergency ambulances being called out.  
5. Relatives perceiving the quality of palliative care available in 
participating homes as better at the end of the research project 
than it had been at the beginning. 
Increased quality, effectiveness, efficiency and equity of access to palliative 
care tend to be highlighted as key areas for attention in care homes. While 
Watson, Hockley and Murray (2010) have emphasised that:  
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 …care should be taken when considering simple end points such as a 
reduction in hospital admissions as it cannot be assumed that all 
hospital admissions are inappropriate and that a reduction in them 
necessarily reflects better clinical decision-making… 
There has also been a concurrent drive to reduce the cost and number of what 
are classified as avoidable, inappropriate and unplanned/unscheduled 
emergency hospital admission(s) among the older population generally 
(COSLA, The Scottish Government and NHS Scotland 2010). Avoidable, 
inappropriate and/or unplanned/unscheduled emergency admissions are an 
area of concern for government officials, NHS managers and NHS 
administrators because they are not considered to be a good use of expensive, 
limited and publicly funded institutional resources. By far the largest group 
of emergency hospital admissions is among the over 75 age group, with 35,101 
admissions per 100,000 of the population being admitted in 2014/2015. This 
figure was approximately 20,000 greater than typically found among 65-74 
age group and 30,000 greater than the 25-34 age group in 2013/2014 (Scottish 
Government 2015). While the figures for the under 75 age group have 
remained reasonably constant since 2006/2007, the over 75 group has seen a 
steady increase since that time (Scottish Government 2015). Georghiou and 
Bardsleym (2014) suggest: that hospital admission is the most expensive 
aspect of care in the final three months of life; that cost of care is related to 
emergency (unplanned/unscheduled) hospital admissions; and that such 
admissions increase rapidly in the final few weeks of life – at an average cost 
of £4,500 per person who died. They compared this to the cost of care in a 
NCH or RCH, which was averaged at £1000 per person who died during the last 
three months of life- demonstrating that it is considerably less expensive to 
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the state funded NHS for people to die in non NHS care homes than it is for 
that group to die in NHS hospitals. This makes it unsurprising that the links 
between palliative care work using palliative care tools and reduced hospital 
admission among older adults have been considered positive by those with 
fiscal responsibilities, including NHS Boards and the Scottish Government.   
The issue of hospital admission was a point of tension in Hockley’s study 
and she reported that the process of implementing the GSFCH and the LCP 
was far from smooth as a result. She claimed this was because there were 
significant challenges and barriers to restructuring the care of older adults in 
care homes using a palliative care model. On the basis of her clinical work as 
a specialist palliative care nurse and her academic work as a PhD researcher, 
Hockley claimed that one of the most significant barriers to the provision of 
high quality palliative care in NCHs was the predominantly rehabilitative 
culture of care in that setting. By this she meant that the focus of care in the 
NCHs tended to be toward recovery, restoration of functional abilities and 
healthy aging. She recognised these aspects of care as good and necessary, 
but also argued that they did not take sufficient account of the inevitability 
of death and dying as a natural conclusion to life for aging NCH residents living 
with multiple health problems. Hockley found that staff working in this 
rehabilitative care home culture tended to view death of a resident as a 
medical failure, rather than an unavoidable part of life for older people with 
complex illness experiences. Lack of focus on the inevitability of death, and 
preparation for it, led to what she described as an active, persistent and 
sometimes inappropriate “striving to keep alive” (Watson et al. 2006: 236) 
which often resulted in people being sent to hospital as they were in the 
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process of dying. The predominantly rehabilitative culture Hockley described 
in the NCHs was out of alignment with the palliative approach she valued as 
a result of her clinical background and experience. However, I suggest that 
any disjuncture between Hockley and the care home staff was not only due 
to conceptual disagreements. This is because she was attempting to 
implement palliative care tools with specific tasks embedded within them as 
part of her clinical and academic work. This means there were also practical 
reasons for the difficulties she encountered. For example, the activities 
associated with a rehabilitative approach, such as routinely sending people 
to hospital when their condition deteriorates, was not compatible with the 
activities associated with a palliative approach, which includes thinking 
ahead to discuss and plan end-of-life care so residents can die peacefully in 
the care home rather than being sent to hospital. (In Hockley’s study, hospital 
admission often involved burdensome and futile tests and interventions and 
so produced rather than alleviated suffering.) However, dying in the care 
home rather than the hospital requires a different kind of knowledge and 
support, both from the care home staff and the community based healthcare 
team. Even with Hockley’s expert support and mediation, this level of internal 
and external support was not always achievable during her study (Hockley 
2006). Therefore, although transferring people who are actively dying to a 
busy accident and emergency department of an acute hospital should be 
avoided when possible – when staff cannot access the support they need to 
manage the symptoms of dying (such as in Vignette 1) it may be the only, and 
the most appropriate, means of support for care home residents – and staff.  
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4.3.1.2.1 Advance care planning for a peaceful death: DNAR forms and the authorised 
knowledge about CPR  
Along with reduction in hospital admission, Hockley’s research reported a 54% 
increase in advance care planning documents being used by the end of the 
project, and an increase from rare to 71% usage of DNAR forms (the fore-
runner to DNACPR forms).  
The declining health and the advancing age of the general care home 
population means that the length of stay tends to be relatively short - fifteen 
months (Forder and Fernadez 2011). This means that dying is an expected 
outcome of admission to a care home, so Hockley and other palliative care 
writers and researchers, advocated for greater engagement with advance care 
planning in care homes (Hockley 2006, Watson et al. 2006, Seymour et al. 
2011). In Hockley’s research report, DNA[CP]R forms were linked with the 
work of advance care planning for a peaceful death, because in the absence 
of a this form residents automatically became subject to (inappropriate and 
unsuccessful) CPR attempts.  
There is considerable variation in DNACPR law, policy and ethical 
attitudes and beliefs among the international community. Most countries lack 
a clear legal and/or policy framework for CPR decision-making (Santonocito 
et al. 2013). In this way the UK is different from the rest of the world, because 
it has had explicit guidance from the British Medical Association, the 
Resuscitation Council (UK) and the Royal College of Nursing since 2001 about 
making CPR decisions, the most recent revision of which was published in 2014 
(BMA, Resuscitation Council (UK) and RCN 2014). These professional bodies 
state in their guidance that CPR is a highly invasive technological procedure 
that at its most basic level involves strong chest compressions and forcing air 
into the lungs. Once emergency teams arrive it also involves the more 
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advanced interventions of delivering high-voltage electric shocks across the 
chest and the injection of drugs. After CPR attempts most people tend to 
require treatment in an intensive care unit, for many this will include artificial 
ventilation, for some it will include renal dialysis or haemo-filtration and 
circulatory support with drugs and/or mechanical pumps. Even when 
successful in restoring breathing and circulation, CPR attempts carry 
significant risks, including rib and/or sternal fractures and hepatic and/or 
splenic rupture. CPR attempts also carry a risk of subsequent neurological 
damage, particularly if there was any delay between the cessation of cardiac 
and pulmonary function and the initiation of CPR (British Medical Association, 
Resuscitation Council (UK) and Royal College of Nursing 2014).  
Initially, when it was introduced in the 1960s, CPR was an emergency 
treatment reserved for people who experienced a sudden cardiac arrest due 
to a heart rhythm disturbance (Vandrevala et al. 2006).  In the original 
publication about survival rates in those who had experienced an acute 
myocardial infraction, CPR appeared to be a highly successful intervention 
with 70% of patients surviving to discharge (Kouwenhoven et al. 1960). 
However, none of its pioneers advocated for it to become universally applied 
(Safar 1958, Kouwenhoven et al. 1960, Zoll et al. 1956) and further 
publications from the same hospital saw the successive survival rates fall to 
24% in 1961 (Jude et al. 1961) and then 13% in 1983 (Bedell et al. 1983). 
Reduced survival rates have been attributed to CPR evolving from an 
emergency procedure for those who had been the “victim of acute insult” 
(Kouwenhoven 1960:1064) as a result of an acute cardiac event, to the current 
position where CPR is carried out on virtually any patient in whom cardiac and 
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respiratory function has failed - unless a prior decision not to attempt CPR has 
been documented (Lannon and O’Keeffe 2010).  
Studies exploring the consequences of CPR for various patient groups are 
considered practically and ethically problematic to conduct. However, a 2011 
meta-analysis of pre-arrest predictors of failure to survive after in-hospital 
CPR of papers published since 1985 reported that, there are knowable factors 
prior to cardiopulmonary arrest that have been shown to predict failure to 
survive to discharge (Ebell  and Afonso 2011). These pre-arrest predictors 
include: cancer or metastatic cancer (Ebell and Preston 1993), renal failure 
(Eball and Preston 1993, Roberts et al. 1990, Rosenberg et al. 1993), 
dependent status (Ballew et al. 1994, Urberg and Ways 1987) and sepsis on 
the day prior to CPR (Ballew et al. 1994, Ballew et al. 1994, Rozenbaum and 
Shenkman 1988, Saklayen et al. 1995, Taffet et al. 1998). Ebell and Afonso 
(2011) reported metastatic malignancy, advanced age (over 75), impaired 
renal function and dependent functional status as (predominantly) as reliable 
pre-arrest predictors of failure to survive CPR, was consistent with the 
findings of previous meta-analyses (Ebell 1992, Ebell et al. 1998, O’Keeffe 
and Ebell 1994) . 
 The demographic and functional status of most care home residents 
with advancing dementia puts that group at a low probability of successful 
CPR outcomes (Ibrahim et al. 2016). Looking specifically at the in-hospital 
success rate of CPR for older patients with dementia, Ebel et al. (1998) 
reported that CPR is three times less likely to be successful for patients with 
dementia than for cognitively intact patients. Indeed, these authors report, 
CPR in that group has as poor a success rate as CPR in metastatic cancer. 
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Older studies exploring success rates in out of hospital units such as care 
homes have described the survival rates in those settings as being poor or 
“consistently abysmal” (Lannon and O’Keeffe 2010:20) (Finucane et al. 1991, 
Finucane and Harper 1999, Kane and Burns 1997, Lannon and O’Keeffe 2010). 
Poor outcome in this group has been reported again in a 2013 systematic 
review of pre-arrest predictors of survival from out-of-hospital cardiac arrest 
in the elderly (van de Glind et al. 2013). After reviewing the 23 papers 
selected for inclusion, these authors state that the survival to discharge rate 
in those over 70 was between 3.0 – 5.6%, with success being linked to the 
following criteria:  
 the cardiac arrest being witnessed;  
 having a person proficient in CPR nearby;  
 the patient having a shockable cardiac rhythm; 
 the speedy arrival of an ambulance; 
 and the restoration of spontaneous circulation before hospital 
admission (Sasson et al. 2010).  
The 2013 review also found that although there were few studies exploring 
NCH residents’ chances of survival, the available studies suggest that NCH 
residents had poorer outcomes than the non-NCH population (van de Glind 
2013). For example, one study reported on 117 CPR attempts made on NCH 
residents, where only two survived to discharge. Of those who did not survive 
102 were pronounced dead in the emergency room, two died within 24 hours, 
and 11 died after an average of five days (Applebaum et al. 1990). Studies 
like these confirm what SSCWs at the research site already knew – that people 
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became ill and died in the RCH; that no resident had ever survived a CPR 
attempt; and that failed CPR attempts were difficult for everyone involved.  
Since 2001 the guidance from the British Medical Association, the 
Resuscitation Council (UK) and the Royal College of Nursing has included a 
statement on the initial presumption that CPR should be attempted in the 
absence of an explicit advance decision. The most recent edition of the 
guidance (2014: 5) states: 
Where no explicit decision about CPR has been considered and 
recorded in advance there should be an initial presumption in favour 
of CPR. However, in some circumstances where there is no recorded 
explicit decision (for example for a person in the advanced stages of a 
terminal illness where death is imminent and unavoidable and CPR 
would not be successful) a carefully considered decision not to start 
inappropriate CPR should be supported.  
This development had occurred because cardiac and respiratory failure 
increasingly came to be viewed as an emergency situation which requires 
emergency treatment with no time for debating the pros and cons of the 
intervention. Unfortunately, people who are dying with advanced disease also 
become caught up in these emergency procedures because the terminal event 
of advanced disease is cardiac and respiratory failure. However, to discuss 
the final event of advanced diseases such as dementia as a ‘cardiopulmonary 
arrest’ or a “sudden collapse” is to fail to recognise that death is the natural 
and inevitable conclusion to life with advanced disease – even when that death 
comes suddenly. Furthermore although the statement in the professional 
guidance seems to allow “experienced healthcare professionals” to make an 
on the spot decision about CPR it must be recognised that those who make 
such a decision place themselves in a difficult situation in relation to their 
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employers, their professional body and the law. And others who have made 
such a decision have not been “supported by their colleagues”, rather they 
have faced disciplinary action and even lost their registration to practice due 
to charges of professional misconduct. However, as SSCWs in this study had 
not undergone the required educational and mentorship preparation to be 
classified as “healthcare professionals” they were not be authorised to go 
against presumption “that staff would attempt to resuscitate the patient” in 
the absence of an “explicit decision” about CPR before death. This meant 
they were obliged to commence CPR in the absence of a DNACPR form.  
Increased usage of advance care planning and DNA[CP]R forms were 
considered as a positive outcome in Hockley’s research report, which they 
may have been. However, it is important to situate these findings clearly in 
the context within which they were produced. They were produced as part of 
a high facilitation research project exploring the impact of implementing 
palliative care tools in NCHs. The project took place over an extended 
timeframe and was led and facilitated by a skilled and experienced palliative 
care clinical nurse specialist with links into the wider health and social care 
system. Under these circumstances, an increased use of these documents 
during the period of the project may well have been a positive outcome in 
terms of reducing suffering – and also in terms of reducing costs as CPR is not 
a cost neutral intervention. Gage et al. (2002) reported that the average cost 
of an in-hospital CPR attempt was £1165.48 rising to £8278.65 per person who 
survived to discharge14. This has obvious implications for NHS budgets. 
Therefore, some suggest that it is essential to consider the financial 
                                                          
14 This study, the most recent that gave figures in UK pounds, is over 15 years old, so the current cost 
is likely to be higher. 
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implications of what is considered as a marginally effective medical 
intervention (Hilberman 1997) - especially when that intervention may 
prolong inevitable death, increase family distress and extend 
patient/residents’ suffering (Brindley et al. 2001, Brindley and Beed 2013). 
The work of planning ahead for “serious illness” (informed by the 
advance care planning document: My Thinking Ahead and Making Plans – 
Appendix 50) produced “difficult” conversations with family members. 
Therefore, this work was not entirely positive when taken from the standpoint 
of the SSCWs in this study – as highlighted in Chapter Three. Additionally, 
these conversations were not entirely positive for family members because 
they were being asked to make “really hard decisions” about the DNACPR 
form which, according to the authorised knowledge in the national policy on 
DNACPR (Scottish Government 2010), belonged with the “senior clinician” 
(i.e. the resident’s GP). The GP was not in attendance at care review meetings 
and so did not routinely lead on conversations with families to plan ahead for 
RCH residents. This left family members responsible for deciding on a topic 
they often did not understand, “mum has a lot of life to live”/“do everything 
for her”, and/or could not “bear to think about”.  
According to the authorised literature, poorly managed discussions 
about death and dying are thought to produce undue or prolonged distress 
among patients and their families (Social Care Institute for Excellence 2013). 
After reviewing 40 studies exploring surrogates’ experiences, Wendler and Rid 
(2011) concluded that being asked to make treatment decisions on behalf of 
another can produce significant and long-lasting negative emotional states 
and distress - which it did in at least a third of the surrogates asked. Distress 
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was most likely when the consequence of the decision could result in the 
death of a loved one. The most common reasons for distress cited by 
surrogates included: not being sure of what the person needing end-of-life 
care would have wanted; poor communication by staff; insufficient time to 
make difficult decisions; and a sense of carrying sole responsibility for 
decisions that leave them feeling uncertain or guilty about their choices 
(Wendler and Rid 2011). However, Rena Miller (cited in Campbell and Gregor 
2002: 107-110) offers a different kind of analysis of the difficulties 
experienced by families of those who are dying – difficulties which are 
produced by the socially organised and institutionally oriented actions of 
professionals employed to help and support.  
Using the distinctive IE formulation of the social organisation of 
knowledge Miller explored her personal experience of caring for her 
terminally ill husband in relation to her experience of finding herself 
increasingly at odds with the assessments and interventions of the palliative 
care team assigned to her husband’s case. After her husband died, she 
inquired into the textually mediated work up of that experience in the records 
of the palliative care interventions of the palliative care team – which she 
accessed through the Freedom of Information processes. Her analysis was, 
that while well intentioned, the text mediated work processes deconstructed 
and then isolated particular aspects of her experience as problems that were 
amenable to authorised interventions, and did so in a way that was organised 
outside her wishes and needs. For example, on one occasion she was described 
as being “teary” and “showing stress” under the problem category “Family 
Coping” in an organisational record called an open flow sheet. She argues that 
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the subsequent intervention organised - “seeing the hospice volunteer 
counsellor” - was not oriented to her as a person who was crying because she 
had just taken delivery of an unwanted hospital bed, and was facing the 
reality of no longer sleeping in the same bed as her husband, which was both 
a current loss and the foreshadowing of an imminent and irreversible future 
loss. Rather, the intervention was oriented to the textual work up of her 
experience as a category of problem – in this case “teary” and “shows stress” 
– to then be responded to appropriately –“seeing the hospice volunteer 
counsellor” – by a worker - according to the authorised processes of palliative 
care measures. She writes: 
There’s something belittling about seeing this graphically reduced to 
separate manageable bits in the open flow sheet, something smug and 
self-serving about the tidy solutions provided for these constructed 
problems. (Campbel and Gregor 2002: 109).  
She concludes that the organisational features of professional work resulted 
in her objectification (“reduced to separate manageable bits”) and 
misunderstanding (categorised as “stress” rather than devastating loss). Her 
point was not that it is unusual for professional activity to be organised in this 
way, but that it did not work in her or her families’ interests. The work of 
those attempting to help produced rather than alleviated suffering, to the 
extent that she asked them to stop visiting. This demonstrates that 
institutional interests and family interests can be at odds with each other 
making it difficult to isolate the cause of family distress without engaging in 
what Dorothy Smith (1987) has called the subversion of institutionalisation 
through knowledge that has been constructed from a non-ruling place. 
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Having knowledge about the experience of planning care for a family 
member, constructed from a non-ruling place, is important because that 
experience involves difficult and high stakes conversations that touch on 
death, dying and anticipatory grief making this kind of work more than a paper 
exercise (Russell 2014). This more than aspect of the work of advance care 
planning is something that could be observed in the real world of SSCWs 
carrying out their everyday work of organising and planning care for residents 
at care review meetings in the research site with knowledge and skill and care 
(Vignettes 4 and 5). However, “difficult” discussions about “serious illness” 
and the DNACPR form at the RCH began in relations of ruling and were 
directed and carried out through paperwork: in a textual mode. In other 
words, these conversations were oriented to texts (national standards and 
policies), based on texts (care plans) and generative of texts (the DNACPR 
form, case file audit documents) in a way that produced problems for the 
SSCWs and the family members. Therefore, success in caring for sick and dying 
older adults – and their families - must be acknowledged as more than having 
kept those older adults in the care home till death - with advance care 
planning documents and DNACPR form in their notes. 
4.3.1.2.2 Barriers and conclusions in Hockley’s study  
Other barriers reported in Hockley’s research were: lack of knowledge 
among staff about palliative symptom control; lack of knowledge about 
commonly used palliative care drugs; lack of understanding about how to 
recognise or manage the dying process; lack of multi-disciplinary team 
support to care homes; and a resistance to change among some care home 
staff (Watson et al. 2006). Ten years later, the findings from Hockley’s 
research in NCHs have some resonance with my own work in both NCHs and 
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RCHs. I have also experienced fear and reluctance among many care home 
staff to talk about death and dying (e.g. for reasons I will explore later in this 
section, the RCH staff in Vignette 1 did not use the word dying to describe 
events with Resident A with doctors). I have also experienced a lack of 
knowledge about how to manage the most commonly experienced symptoms 
of the person who is dying (e.g. pain and agitation as experienced by Resident 
A), lack use of palliative care drugs (for example in Vignette 1 the NHS 24 
doctor administered a (potentially painful) 2ml dose of Diclofenac 
intramuscularly for pain rather than a (potentially less painful) smaller volume 
of subcutaneous Morphine) and a lack of multi-disciplinary working and NHS 
healthcare support to care homes caring for dying residents (e.g. in Vignette 
1 and 2 there were no routine visits from doctors or nurses to assess or manage 
the pain and distress of Resident A or Resident B meaning staff had to make 
frequent telephone calls to ask for help and support). However, I draw a 
different conclusion about the reason for this. Rather than being solely due 
to lack of knowledge and/or willingness on the part of care home staff and 
the NHS staff charged with supporting them, I suggest that problems exist 
around managing the care of sick and dying older adults in care homes which 
need support from community doctors and nurses when there is no automatic 
or routine support available to care home staff and residents from those 
groups. I also suggest that palliative care tools have been constructed around 
the needs of people on a cancer dying trajectory and the activities of medical 
and nursing staff in relatively self-contained health-care settings, typically 
hospices.  As a result, these tools do not fit the needs of residents with non-
cancer diagnoses in care homes with predominantly non-medical and non-
nursing staff who are not easily or inevitably linked into the systems of the 
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wider healthcare systems. Another example of palliative care tools not fitting 
the needs of the RCH staff is that the LCP contained authorised knowledge 
about the tasks and processes which were considered best practice by those 
considered to be experts in the care of the dying (e.g. palliative care 
researchers and palliative care specialists etc.) and those who organised, 
managed and audited that care (e.g. governing bodies such as the Scottish 
Government, healthcare managers such as Community Health Partnerships, 
and professional groups such as doctors and nurses etc.). This knowledge 
informed practice even when the LCP document was not in use – which it was 
not in the research site or any other RCH in the research area because the 
LCP was considered a healthcare document and therefore not deemed 
appropriate for use in settings without doctors and/or nurses on-site. In 
vignette 1 staff had expert knowledge about the resident (that he may be 
dying). The also knew that they needed help to “settle” him. As a result they 
reached out for support with his symptoms. However, they never mentioned 
their suspicion that he may be “dying” to any of the doctors who attended 
(and who did not know the resident because they were locum doctors and NHS 
24 doctors). Despite being assessed by a number of doctors, the resident did 
not “settle” and so staff knew they needed a different kind of help than they 
were receiving. When I arrived at the home for the SPAR project meeting they 
were distressed and did not know what to do next. As a result they sought my 
advice. My knowledge about how to care for a dying person was organised by 
the textual practices in the LCP. Therefore, I knew that it was important for 
a doctor to make/confirm a medical diagnosis of dying (after ruling out 
potentially reversible causes for Resident A’s symptoms such as infection or 
dehydration etc.). This was important so a clear plan of action could be 
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developed by the doctor, communicated to the RCH staff and family and 
followed up by daily communication with GPs and visits from district nurses. 
I suggested to the SSCW that she use specific language “resident A may be 
dying”. She did not want to use this language because she knew it would 
produce tension by appearing to “tell the doctor what was wrong” – a 
response I found confusing and frustrating at the time. On analysis, this is the 
point at which dominant knowledge organised subsequent actions without 
reference to what was actually happening at the scene. The dominant 
knowledge was that there is an official or correct method of caring for a 
person who is dying (structured by the LCP), and that this must be managed 
by doctors and nurses (who were not routinely present in the RCH). The first 
step of the official method was to determine that a person was dying - to 
diagnose dying. To diagnose dying, is to perform an act restricted to medical 
staff (or in some instances nursing staff). The need for a medical diagnosis 
was problematic in Vignette 1 because no doctor was present at the site and 
it was difficult to speak to a doctor by telephone. The organisation of 
adequate care for Resident A hinged on the RCH staffs’ expert knowledge of 
the resident and the freedom to speak plainly about that knowledge (which 
was: that she suspected that he dying; that he was in pain and distress; that 
she did not know how to “settle” him; and that she and the resident and the 
family needed some kind of ongoing help and support). Not being permitted 
to speak plainly meant RCH staff had to wait for medical staff (who did not 
have expert knowledge about Resident A) to make a diagnosis: or tell them 
“what was wrong”. It was not until the SSCW voiced her suspicion that the 
resident “may be dying” (based on my advice but against her usual practice) 
that a doctor confirmed what the SSCW had suspected, and formulated a 
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treatment plan. This plan included the use of a syringe pump to administer 
medication, which was a further point of tension in this case because RCH 
staff are only authorised to administer oral medication – which this resident 
could no longer swallow. Additionally, the care home only carried oral 
medication specifically prescribed for individual residents and it did not have 
specialist equipment such as palliative care drugs and/or syringe pumps on-
site. Therefore, to administer subcutaneous medication via a syringe pump, 
RCH staff had to arrange for, and/or wait for: 
 a prescription for medication to be written by the doctor; 
 the prescription to be taken to the pharmacy by someone from the care 
home; 
 the prescribed medication to be sourced and dispensed by a pharmacist 
and then delivered to the care home; 
 a district nurse (authorised to administer medication via a syringe 
pump) to be contacted; 
 a syringe pump (and associated equipment such as syringes and giving 
sets etc.) to be sourced and collected from a community storage 
facility by the district nurse; and 
 the syringe pump to be set up and administered to the resident by the 
district nurse. 
This was a time consuming process. Resident A died before the medication in 
the syringe pump could be sourced, loaded, primed and administered. As a 
result, a man with needs greater than the staff in the care setting could 
support without the direct input of doctors and nurses - who were neither 
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routinely involved in his care, nor present at the site - died in pain and 
distress.  
4.3.2.1 Funding research into the experience of death and dying 
A final point of note to consider in relation to the use of cancer based 
palliative care tools is related to the allocation of research funding into the 
experience of death and dying. In the UK less than 0.25% of the available 
statutory or charity cancer research funding is devoted to palliative or end-
of-life care (Sleeman et al. 2012). Cancer based research is the area of 
practice where most of the - limited - evidence about palliative care and care 
of the dying originates. Limited funding along with significant ethical 
constraints around research with this particularly vulnerable client group 
means that evidence about the biology and the experience of dying is scant. 
In the wake of the withdrawal of the LCP, calls are being made for dedicated 
research funding into the biology and experience of dying to be made 
available.  
Dying is an experience that 100% of the population will face and 
succumb to at some point.  This means that the findings of research into the 
biology and experience of dying is something that all individuals and all 
societies have a vested interest in furthering their knowledge about. 
Therefore, more than the current 0.25% of the available cancer research 
funding should be dedicated to exploring this universal experience. Non-
cancer based research bodies and organisations should also acknowledge the 
importance of these topics, and allocate adequate resources to explore the 
issue of death and dying from different standpoints. This would result in a 
wider range of evidence to draw from and base decisions on.  
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I will now draw the threads discussed in part one and part two of this 
chapter together by describing and then mapping the key relations of ruling 
that linked my professional work, influenced by the institutional discourse of 
palliative care, with the promotion of palliative care tools such as SPAR which 
promoted the use of the DNACPR form at the research site, and beyond. I will 
also map some of the key relations of ruling that put pressure on the WHO to 
change the definition of palliative care which led the Scottish Government to 
mandate the use of palliative care tools in all care settings as a result. 
4.3.2 The demise of a mandated palliative care tool: the LCP  
Since this study began in 2010, the LCP has been withdrawn from use by the 
Scottish and UK governments on the grounds of inappropriate usage leading 
to poor experiences for those who are dying (Department of Health 2013). A 
recent article in the British Medical Journal stated that lack of education and 
understanding about the complexity of the dying process led to some staff 
misinterpreting the LCP as a protocol to be followed to the letter rather a 
guide to support clinical judgement (Sleeman and Collis 2013). These writers 
follow the common practice of blaming individual practitioners or wards or 
hospitals or care homes for what is conceptualised as poor care, in this case 
poor care in association with the use of the LCP. However, as I have 
highlighted throughout this chapter, caring for people with advanced 
progressive disease, including care of that person as they are dying, is a 
complex activity. This makes all the nuances necessary to care for a dying 
person well difficult to capture or reflect in any kind of process oriented 
paperwork - where a person is divided into textual abstractions and 
classifications to guide and organise particular aspects of care based work.  
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Shortly after the withdrawal of the LCP, Claude Regnard, consultant in 
palliative care at St Oswald’s Hospice, freely acknowledged that there had 
been room for improvement in the process of using the LCP in acute settings. 
His suggestions for improvement included: LCP audits should have focused 
more on evidence of care delivery rather than documentation; training in the 
use of the LCP should have been compulsory; and a robust accreditation 
process should have been in place to validate and authorise settings to use 
the LCP (Regnard 2014). That the complex activities contained within the LCP 
were ever imposed on staff groups and care settings without sufficient training 
or support is alarming and demonstrates the danger of making textually 
mediated processes mandatory without a clear understanding of whose 
interests are being promoted and whose interests are hidden from view.  
IE analyses institutional work processes to illuminate how things 
happen as they do – recognising that they are often organised as they are with 
good intentions, but with bad outcomes. In the case of the mandated use of 
the LCP ruling bodies, such as managers, worked to ensure that quantifiable 
(numerically determined) care settings implemented and used the LCP to rule 
the care of those who were dying. Ruling bodies, such as the national 
government then relied on that numerical data as evidence that quality care 
was being provided for those who were dying. However, those who became 
accountable for using the LCP - without a robust system of training or 
professional support - had no official means of documenting their experiences 
with the LCP. This means that, although those accountable for using the LCP 
participated in producing the outcomes leading to its withdrawal, their 
interests (and needs) were hidden from view. This group then came under 
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significant criticism from the independent review body for the poor outcomes 
that occurred. The report leading to the withdrawal of the LCP stated that:  
Many of the problems in the care of the dying highlighted in this report 
are due to poor understanding among clinicians of existing guidance in 
care for the dying, and an unwillingness to discuss with patients, their 
relatives and carers the prospect of death and the clinical 
uncertainties that accompany it. The Government must therefore 
ensure that its arms-length bodies collaborate with the clinical 
professional bodies and other key players in the system, and inject 
considerable funding into the system, to ensure that guidance on care 
for the dying is properly understood and acted upon, and tick-box 
exercises are confined to the waste paper basket for ever” 
(Department Of Health 2013:11). 
The wording in this report demonstrates that blame for problems in the care 
of the dying was placed on poor understanding and unwillingness on the part 
of clinicians, it also cites lack of compassion (Department Of Health 2013:48) 
as a reason for poor care at the end of life, all which may well have been 
factors. However, as the review did not explore institutional factors, such as 
attempts to demonstrate that quality care is being provided simply through 
the presence of particular texts in patients care files, I suggest that its 
conclusions are incomplete. This is because such explanations do not take 
account of how the textually mediated world of care work actually works. 
While there is no suggestion of anything deliberately untoward or malicious in 
the enthusiasm for implementing palliative care tools, such as the LCP, what 
is typically hidden in the writing and talking about these text based tools is 
the way in which these tools and frameworks powerfully substitute local 
knowledge with particular forms of extra-local knowledge. In the process they 
transform general care settings (such as hospital wards and care homes) into 
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settings that perform observable tasks that can be categorised and coded as 
palliative care work by managers, auditors and regulators. The process of 
categorising and coding palliative care work then standardises particular 
actions and behaviours in a way that increases an everyday focus on specific 
activities highlighted for attention in the text. It also makes those aspects of 
care easier to measure, compare and/or demonstrate quality, where quality 
is measured against some quantifiable standard, such as the presence or 
absence of a form. However, it is not always clear whose definition of quality 
or quality improvement is valued in such cases. Palliative care tools are 
typically implemented to solve a particular problem as that problem is seen 
from a particular perspective. For example, implementing and using palliative 
care tools in hospital wards and care homes may indeed restructure the 
knowledge of general staff groups about the activities associated with 
palliative care practice and solve a management problem of being able to 
evidence that those activities are taking place for the purpose of audit or 
inspection. However, it is important to acknowledge that these texts are 
experienced differently by differently located groups, such as Palliative Care 
Consultants, Nurses, GPs, Care Home Managers, Care Home Regulators, or 
SSCWs in RCHs. It is also important to acknowledge that the implementation 
and use of palliative care tools is not purely for the benefit of those they claim 
to serve - generalist staff and those with palliative care needs and/or their 
families. This is because their use also serves the ruling purposes of managers, 
auditors and government bodies who have different priorities and 
accountabilities than people with palliative care needs and/or those with 
direct responsibilities for providing care.  
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4.3.3 My reflective notes: recognising and mapping the relations of ruling in my 
professional work with care home staff 
There were a number of voices calling for an improvement in the level of 
palliative care available to care home residents when I took up my new 
educational outreach role in 2009. Hockley’s work on the use of palliative care 
tools to improve palliative care in care homes was instrumental in forming, 
and informing, my thinking. Hockley’s written and conference presentation 
based work also influenced both my professional management team, and an 
external funding body, to first create and then set the direction of the fixed 
term post offering education to care homes (Hockley et al. 2005, Hockley 
2006, Watson et al. 2006). Making Good Care Better (Scottish Executive, 
Scottish Partnership for Palliative Care 2006) was the primary document used 
to inform the job description, and set the direction, for the initial period of 
my employment in that post.  
Also in 2009, shortly after the publication of Living and Dying Well 
(Scottish Government 2008), the management team at the hospice came 
under increasing pressure from the Community Health Partnership (CHP) to 
make specific commitments about supporting the implementation of 
palliative tools in care homes. Until the 1st April 2016 when they were 
replaced by a new organising body, Scotland had 34 CHPs which were sub-
divisions of 14 regional National Health Service (NHS) Boards. CHPs were 
powerful bodies with responsibility for supporting the delivery of national 
health targets and national outcome agreements.  
The hospice had a responsibility to engage with the targets and 
agreements set by the CHP in response to the national action plan. It also had 
a need to maintain cordial relationships with the CHP because it is a charitable 
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organisation which relies on financial support to deliver its services. Financial 
support is raised partly through charitable donations and active fundraising 
and partly in negotiation with the NHS Board. The level of financial support 
offered by the NHS Board is influenced by the level of engagement the hospice 
is recognised as having with national priorities such as those set by the CHP 
and with the grading received by the regulatory body. Delivering palliative 
care education to staff from the wider health and social care system is one 
standard that the hospice is measured on by the regulatory body Health 
Improvement Scotland.  This linked my post with the work of generating 
income for the hospice through meeting standards and helping the CHP 
demonstrate to the national government that palliative care tools were being 
implemented into all care settings – including care homes. Care home based 
project work to implement palliative care tools and deliver education sessions 
on national palliative care priorities became a key responsibility of the fixed 
term post I held. This work included implementing SPAR (Appendices 1-4), 
which encouraged care home staff to participate in the work of advance care 
planning, including making and documenting advance decisions on CPR using 
the DNACPR form. As highlighted previously SPAR was developed by staff who 
had a direct responsibility for evidencing palliative care tools were being 
implemented across the Health Board area (Section 1.5). 
After 2010, when the national DNACPR policy was launched, my work 
also included raising awareness of the DNACPR Integrated Adult Policy 
(Scottish Government 2010) and the DNACPR form during education sessions 
with care home staff. Initially I used a presentation developed by a palliative 
care physician with a special interest in this work to guide those sessions. 
Engaging in this awareness raising work was how I became aware of staffs’ 
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experiences of failed CPR attempts, and how staff in the RCH under study first 
became aware of the DNACPR form as the official means of preventing such 
attempts taking place in the future.  
The way in which my professional educational outreach work, 
described above, entered and directed the work of SSCWs is detailed in Map 
4 below.  
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MAP 4: Opening the door to wider influences through engaging in palliative care education 
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What Map 4 highlights is: 
1. How the ruling work of local and national governmental bodies charged 
with delivering on the nationally driven targets in Living and Dying 
Well (Scottish Executive 2008) entered the research site through the 
work of palliative care educators – like myself. 
2. How I was socially organised to attend to the promotion of advance 
care planning in care homes through the use of SPAR and awareness 
raising sessions on the DNACPR form and then reporting on progress 
with that work to my management team.  
3. How my management team reported to local and national reporting 
bodies charged with delivering on specific national targets set by 
Living and Dying Well (Scottish Executive 2008).  
4. How my work was linked to the process of NHS funding allocated to 
the hospice – which was negotiated on the basis of value added to the 
wider healthcare system. 
5. How my work was linked to the regulatory requirement placed on the 
hospice to deliver education to generalist staff and settings. 
 All of the above hinged on the revised WHO (2002) definition of palliative 
care. This chapter has outlined how that revised definition was influenced by 
concerns about patients’ experiences of care at the end-of-life - as those 
experiences were reported in research and discussed in newspapers (Section 
4.2.1, 4.4.2). It was also influenced by forms of authorised knowledge 
generated by hospice and palliative care workers working with terminally ill 
cancer patients - as that knowledge was contained in peer-reviewed journal 
articles about palliative care (Section 4.3.1). These factors resulted in the 
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production of other policy documents calling for wider availability of 
palliative care (Section 4.3.1), putting pressure on the Scottish Government 
to audit palliative care in Scotland, leading to the publication of the national 
action plan as detailed in Map 5 below. 
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MAP 5: Re-defining and making palliative care work mandatory through the use of standardised palliative care tools 
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The WHO and the Scottish Government could be described as responding to 
new thinking about how to answer the problems created by human suffering 
and need in expanding the definition and practice of palliative care. 
Nevertheless, this chapter demonstrates that enforced use of standardised 
textually-mediated tools based on authorised (but limited) knowledge in order 
to meet nationally mandated targets as the primary means of improving the 
care of dying people has also resulted in some patients receiving poor care – 
this time in relation to those tools (Department of Health 2013). In my view, 
this should serve as a cautionary tale about the dangers of powerful ruling 
bodies imposing abstract, but authoritative, knowledge embedded in 
textually mediated practices on staff and settings in ways that take no 
account of how people actually experience living and dying and take no 
account of what else is actually happening in –and beyond - the care setting.  
4.4 Chapter summary and discussion 
This chapter has traced the evolution of the term palliative care from the 
opening of the first modern hospice, to the re-definition of palliative care by 
the WHO in 2002, and the current discussions about what it involves and who 
should deliver, and pay, for it. The chapter highlighted that, while there has 
been a move away from the central topics of death and dying in more recent 
discussions of the term palliative care, recognising and talking about the 
universal experience of death and dying is important work if effective care is 
to be planned and suffering is to be minimised. Recognising and discussing 
death and dying are not the exclusive domain of authorised experts, 
nevertheless authorised knowledge about care of those coming to the end of 
life has mainly been gathered from the experience of clinicians working with 
people dying with/from cancer, and from research generated from cancer 
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charity research funding (Sleeman et al. 2012). It is unsurprising therefore 
that the current authorised knowledge base and institutional discourse about 
death and dying is cancer focussed – but, it must now also be recognised as 
narrow and limited.   
This chapter has also highlighted that changing the definition of 
palliative care, from a cancer related model of care to something much 
broader, has been more than a linguistic exercise. In my view, understanding 
the development of the institutional discourse around this term is more than 
an esoteric, speculative or academic debate about semantics. This is because 
subtle changes in the WHO’s definition has produced pressure on the Scottish 
Government to widen access to palliative care to a much larger group for a 
much longer timeframe. It has also led to: the mandated use of palliative care 
tools - based on the work of specialists caring for cancer patients; and the re-
categorisation of caring for sick and dying people using the authorised 
knowledge in those tools as “routine” care - and now the responsibility of all 
care workers, caring for all people who die with/from all life-limiting 
conditions in all settings. In other words, authorised knowledge about the 
correct way to care for people who are dying is contained in palliative care 
tools. Use of these tools has been positively linked with keeping care home 
residents out of (expensive) NHS hospitals - with a DNACPR form in their 
personal file - as they die.   
As outlined in Chapter Three, in relation to caring for residents with 
dementia, SSCWs were now caring for a much frailer client group as a result 
of the following: residents being more frail on admission due to changes in 
what made residents “suitable for us”; the care home being under financial 
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pressures to “keep beds filled”; the care home being under policy pressures 
to provide residents with a “home for life” leading to a move away from 
relocating residents to a NCH as their health declined; and the inevitability 
that frail older adults with dementia will deteriorate and die. This meant that 
RCH staff were now expected to manage all aspects of residents’ needs until 
those residents died, when previously people with deteriorating health would 
have been transferred out of the RCH - to be cared for in a care setting with 
nurses (and doctors). When describing the illness and death of residents with 
dementia SSCWs regularly spoke of needing help and support from NHS doctors 
(and nurses). As demonstrated in Vignettes 1, 2, 3 and 6, the medical and 
nursing help and support available to RCH staff and residents did not match 
the level of help and support that RCH staff (and residents) needed – either 
from community or hospital doctors and nurses. Furthermore, RCH staff were 
not authorised to use the words “dying” (Vignette 1) and “died” (Vignette 3) 
when requesting that help and support. This subordinated SSCWs expert 
knowledge about what was actually happening in the care home to the 
dominant knowledge that only qualified healthcare professionals should 
diagnose dying and verify death - and that the correct way for care home 
residents to die, was to die in the care home rather than the hospital. 
Therefore, despite the rhetoric surrounding the term palliative care outlined 
in part one of this chapter, SSCWs did not describe their work of caring for 
sick and dying residents as: improving “quality of life”; or “alleviating 
suffering”; or being “routine”. Instead they often described this aspect of 
their work as being “abandoned” to manage resident’s needs without 
sufficient support, and as being “pushed” into having “difficult” 
conversations with family members about death, dying and the DNACPR form. 
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Even when they knew the DNACPR form was something family members 
couldn’t “bear” to think or talk about, and CPR was something that no 
resident had ever survived in the past.  
As I reviewed the authorised literature on the conceptual practice of 
palliative care, I began to understand that it was not simply a concept or a 
linguistic device in the RCH. Rather the term palliative care was a widely 
shared way of knowing and describing situations and happenings – including 
describing hospital admissions as inappropriate for care home residents. 
Furthermore, the institutional discourse of palliative care – including the 
institutional requirement to ask family members about death, dying and the 
DNACPR form - not only dominated how activities associated with it were 
understood in the RCH, it also subsumed the actual care setting in which the 
SSCWs worked, the resident/family group that they supported, and the 
varying levels of healthcare support they could access.  
The following chapter will now explore why: despite being the group in 
possession of blank DNACPR forms; and being the group authorised to activate 
the form by applying their signature; and being the group designated by the 
national DNACPR policy (Scottish Government 2010) as the “senior clinician” 
in charge of RCH residents’ care, “none of the doctors…ever raised it” as a 
topic for discussion with the RCH staff. It will also glimpse into why there was 
no routine nursing support for the RCH residents’ and staff. 
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Chapter Five: “Difficult visits…to difficult patients….at the expense 
of your other paperwork…and meetings” and “they are a social 
care setting and – and we only cover nursing care homes”: factors 
influencing the social organisation of medical and nursing work in 
the RCH.  
5.1 Introduction 
McMurdo and Witham (2007) suggested one reason care home residents have 
received sub-optimal care is the level to which care home residents are 
dependent on inexperienced care home staff to manage their care. They 
suggest it is problematic that care home residents need to rely on care home 
staff to firstly determine if a presenting problem needs to be assessed, 
diagnosed and/or managed by a healthcare professional and then to act on 
their behalf by making and following up on appointments or referrals 
(McMurdo and Witham 2007). More recently Handley et al. (2014) reported 
that there was cause for concern about the welfare of RCH residents because: 
RCH staff found it difficult to distinguish between residents who were near 
death and those who were not; that visits from healthcare professionals were 
only in response to specific requests for support with health needs or tasks; 
and that there was no clear responsibility for supporting RCH staff with regular 
discussion about resident’s current or future health needs. However, the 
vignettes in this study demonstrate that the RCH staff knew when they needed 
help to manage residents’ care, and they were “quite regular” in making 
those requests for support. What produced increased suffering for sick and 
dying older people, and their families, was not lack of knowledge among care 
home staff but: a) the frailer population now being cared for in the RCH 
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(Chapter Three); and b) the insufficient level of help from the NHS doctors 
(and nurses) they relied on for medical (and nursing support).  
To follow the data into the thread of inquiry that explores medical 
support to the RCH further, this chapter includes interview data from the only 
GP recruited to this study.  Other GPs were approached, but declined to 
participate on the grounds of being “too busy”. Being “too busy” was a 
common analysis of happenings with GPs. For example: because GPs were 
“too busy” SSCWs knew they had to work around GPs availability when they 
wanted to seek medical support for residents’ who were sick and dying; they 
also knew GPs were “too busy” to respond to every request for support in 
person and so offered advice and instruction via telephone consultations; they 
knew GPs were “too busy” to attend meetings where residents’ health and 
future healthcare planning was discussed and that GPs input to the six-
monthly review process was to review the residents’ prescription chart. The 
RCH managers knew GPs were “too busy to speak to families” about the 
DNACPR form – as a result the manager and SSCWs knew that “we [RCH staff] 
get the ball rolling” with DNACPR decision-making. Busyness was the analysis 
offered by the care home manager for GPs lack of support with RCH staff’s 
requests - where some GPs were described as being “great” and others were 
described as being “rubbish”. This chapter provides a different analysis of 
happenings with GPs, one that is based on the complex and fragmented way 
that GPs are remunerated for their work including: the way in which GPs are 
pulled into income generating “paperwork” and “meetings” as a means of 
producing capital for the GP practice; and the tension between undertaking 
“difficult visits” with “difficult” and time-consuming patients/residents, and 
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the resultant “expense” to the GP practice of not being available to work 
on/at the income generating “paperwork” and “meetings”. 
RCH staff also knew that nurses did not routinely visit or assess 
residents, but only attended when residents were identified as having  
“nursing needs” (e.g. to set and manage a syringe pump (Vignette 2), or to 
assess and manage a wound etc.). My own view was critical that there was no 
regular nursing support to the RCH, and the support that was available seemed 
task rather than person centred. For example, RCH staff were struggling to 
“settle” the man in Vignette 1 – who was not on the regular case load of any 
nurse. So, I suggested contacting the district nursing service to ask for mouth-
care supplies and a nursing assessment. Rather than assessing the situation 
and offering ongoing nursing support to the staff caring for a man dying in 
pain and distress, the nurse responding to the SSCWs request “delivered 
mouth-care supplies and left”. However, the RCH staff at the research site 
did not mention nursing services to the care home as a significant feature 
during any of my conversations with them, and when I asked about the district 
nursing support staff said “the nurses are great”. As a result I did not explore 
the social organisation of regular district nursing services. Nevertheless, 
during the term of this research a new nursing service was established in the 
geographic area – The (NHS) Care Home Liaison Team. RCHs were excluded 
from this “care home” service and so RCH staff were unaware of this nursing 
team. My view was that this exclusion was significant and so and this chapter 
glimpses into the social organisation of this service based on my own 
knowledge and historically situated changes in how needs are categorised.  
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5.2 Increased demand on community healthcare services: “workload” and older 
people in need of care being “dumped on a GPs budget” 
As I have demonstrated, SSCWs found it challenging to access co-ordinated 
support from NHS doctors (and nurses). For example, responses to requests 
for help tended to be focussed on tackling the problem at hand, such as giving 
an injection for pain and delivering mouth-care supplies, rather than assessing 
the situation being experienced by the person in need of medical (and nursing) 
care, or assessing the needs of the staff (Vignette 1). Lack of reliable support 
from GPs led the (recently promoted) deputy care home manager to describe 
some GPs as “great” and others as “rubbish” because they did not offer the 
level of support with DNACPR decision making that she had expected as a 
SSCWs: 
…when the [DNACPR] forms first came out and we asked about them 
some GPs said just said “No, it’s too early for that” and others said 
“OK, I’ll sign it the next time I’m in.” …and I said… “No, we don’t have 
them. It’s you that’s got them”. They didn’t have a clue. 
The authorised knowledge suggests that unpredictable support from doctors 
and nurses was not unique to the research site. Handley et al. (2014: 23) 
report:  
As many as 27 different healthcare services can visit to provide care 
and treatment for RCH residents It is a pattern of service provision 
that is often uncoordinated, with working relationships individually 
negotiated and context specific, This means that providing healthcare 
and particularly end-of-life care is a negotiated process. 
Almost a decade ago, in 2007, Jacqueline Morris, Chair of the British Geriatrics 
Society Policy Committee, wrote: 
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 ‘Both health and palliative care are often poorly organised in [care 
homes] and are associated with out of hours’ crises and resultant high 
anxiety and unpredictability for staff and residents. The lack of clarity 
around clinical leadership for care homes may result in GPs only 
visiting when called’ (Morris 2007: thebmj:online).  
This situation was little better in 2011 when healthcare support was described 
by the British Geriatric Society as being “highly variable” and “limited” 
(British Geriatric Society 2011:48) – as was the case in Vignettes 1,2 and 6. As 
highlighted, the blame for medical services being “variable” and “limited” is 
often laid at the feet of individual GPs – “some…are rubbish”. This chapter 
will provide a different analysis. 
According to the GP interviewed for this study:  
In the initial stages…when older adults with long term care needs were 
released from hospital…it was a great saving from the hospital budget 
but it was dumped on the General Practitioners budget, which 
meant it was additional workload for GPs with no extra money to allow 
us to take on extra staff to go with the extra volume of work. 
 The “extra volume of work…dumped on the General Practitioners budget” 
has been produced by an increase in care home beds over the past twenty five 
years coupled with an increase in the numbers of older people needing long-
term care. This means there have been increasing numbers of highly 
dependent older adults, who would previously have been under the care of 
on-site NHS staff in long-term NHS facilities, now living in care homes in the 
community (Section 1.4). The transfer of responsibility for this patient group 
- from hospital to community – took place without any significant re- 
organisation of NHS community based services to cope with it (Groom et al. 
2000) resulting in significant gaps in NHS medical healthcare provision to care 
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homes (Kavanagh and Knapp 1998; British Geriatric Society 2011). Gaps can 
be traced back to the late 1990s. In 1998 Kavanagh and Knapp (1998) 
highlighted that downsizing of NHS medical provision for older adults during 
that year increased demand on GPs by 160 whole time GP equivalents per 
annum. Groom et al (2000) went on to state that as things stood in 2000, GPs 
were insufficiently resourced to meet the increased demand produced by the 
growing care home population. When an increased work-load falls to the same 
number of GPs, demand will begin to outweigh capacity.  
According to the GP participant “work-load” was not the only 
consideration – remuneration was also a factor for GPs with the care of older 
adults being “dumped on the GPs budget”:  
 I know that GPs are always going on about money…but money 
becomes important…if you’re self-employed…It’s not that the 
money…necessarily goes into your pocket. It’s that you might employ 
an additional nurse to do some of the work for you…if there was 
funding attached, you might take on a locum for half a day to allow 
you to go out and do a care home for half a day…You could use the 
money that way… 
Concerns about “money” and the “additional workload for GPs” in relation to 
care home support is longstanding within the medical community, as can be 
seen by a 1996 recommendation from the General Medical Services Committee 
which called for the removal of care home residents from GP’s core 
responsibilities (General Medical Services Committee 1996). Currently, there 
is no explicit statement from the government that stipulates the obligations 
and responsibilities on the NHS about the provision of healthcare services for 
care home residents (British Geriatrics Society 2011). All of which means that 
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it is unclear how care home staff can reliably access the medical (and nursing) 
support they need to manage sick and dying residents – or plan their care.  
The issue of “funding” was something the GP participant frequently 
mentioned during research based conversations, so the following section 
inquires further into the way that GPs are paid.  
5.3: “It becomes quite pressured”   
The GP participant reported that “dealing with the intricacies” of a sick 
person’s care could become quite “pressured” and that while “it has to be 
dealt with…sometimes you don’t have the time to sort it all out”. Rather 
than accepting this participant’s own analysis of the “pressure” coming from 
not having “the time to sort it all out” I looked to her account of work for 
clues of the possible (dis)connecting of people’s practices. She reported: 
It really is a very difficult job in all fairness…the actual face-to-face 
consultations take up a lot of time…you can have four or five hours of 
face-to-face consultations with people who are fit enough to come in 
to the surgery, and that’s the bit the patient sees, the bit the general 
public sees. What they don’t see is all the other bits that there are, 
the paperwork, the administrative stuff that has to be done…because 
each consultation can generate a work-load like a prescription or a 
hospital referral or follow up or something…most consultations 
generate a workload that has to be dealt with at some point during 
your working day…  
Then if you are dealing with an elderly person in a care home with 
multiple pathology, you go in on a busy Monday morning and you’re 
faced with somebody with Parkinson’s Disease that’s falling over…its 
extremely difficult to deal with, it has to be dealt with, but it’s 
extremely difficult to unravel all the intricacies of that person’s care 
and deal with the other 15 calls that you have to deal with that day…it 
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can become quite pressured, and sometimes you don’t have the 
time to sort it all out. 
Then there are house calls. It might be that you have somebody dying 
at home that needs a daily visit…you need to find time to fit in the 
tasks you need to do…plus the on call doctors sometimes can be so busy 
that they have to prioritise the day’s work…so, they might say, “Well, 
these are the visits that must be done today, but these other six that 
have come in, I will do later in the week because they need to be seen, 
but not urgently needing to be seen today.” So you need to go back 
and see them…one of the things over my lifetime as a general 
practitioner is that the number of house calls has drastically reduced 
in number…because we didn’t have an option in the past…we had to 
visit everyone that requested a visit, whereas now we can triage and 
suggest other options for the patient’s care. But that means the ones 
we do see are the difficult patients…nowadays a call to a care home 
or a patient’s own home can take half an hour to forty 
minutes…realistically, difficult visits like that you can only do two in 
an hour…and then there is the travelling time…but, that would be at 
the expense of all your other paperwork… 
Then there are meetings that have to be had – meetings with the 
practice team…with the district nurses and health visitors…we have 
regular meetings about the care of patients.”  
There’s just never enough time in the day.  
It is clear from this account that there really were many demands on this GPs 
time – demands that could make her “too busy” to respond to the “quite 
regular” requests for medical support with older adults from the multiple care 
homes covered by her GP practice – requests that she now has an “option” to 
“triage” as a result of changed policy. However, there is more happening in 
this account than her own analysis of there “just never being enough time in 
the day”. This is because some of the “paper work” and “meetings” that 
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produced “work-load” for this GP was linked to the Quality and Outcomes 
Framework (QOF) (Scottish Government Health and Social Care Directorates 
2014) (Appendix 35). The QOF was a system which measured healthcare work 
against a set of indicators. Payments were then made to GP practices on the 
basis of achievement against those indicators (an exploration of this system 
and three categories of remuneration in this system will be outlined in the 
following sections of this chapter.) 
…how GPs are paid really is quite complex…for QOF…at the end of 
March, you have to submit your numbers that you achieved and you 
will get a number of points…and points mean prizes…the points 
equate to a sum of money…” 
Therefore, not being available for work on “paperwork” and “meetings” 
linked with this system of remuneration - because she was on long “difficult 
visits” to “difficult patients” – could produce an actual “expense” for this GP 
– and others employed at her practice who were dependant on her labour as 
a means of generating capital, because in the QOF point system, “points mean 
prizes”. 
5.3.1 Following what counts toward GP remuneration: “Points make prizes” 
How GPs are funded is a complex process, as indicted by the GP research 
participant, with most GPs being self-employed rather than salaried. The 
largest source of funding for GP practices comes from a Global Sum Payment 
which contributes toward the contracted doctors’ costs in delivering what are 
categorised as essential services and includes all aspects of staffing costs. In 
2014-2015 the Global Sum Payment accounted for £754.2 million paid by NHS 
Scotland to GP practices (ISD Scotland 2015). QOF is the second largest 
payment made to GP practices – it was one of the (many) factors organising 
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how the GP interviewed for this study could carry out her work with care home 
residents and “difficult visits….were at the expense of…other paper-
work…and meetings”. To further explore the link between the QOF payment 
system and GP activity in the RCH under study a documentary analysis of the 
QOF Guidance (Scottish Government Health and Social Care Directorates 
2014) (Appendix 35) and was carried out.  
The QOF is based on authorised knowledge about evidence-based 
healthcare which is then used to organise work in GP practices. QOF is one of 
12 potential sources of income for GP practices. The number of points 
available in the QOF is 659. In 2014-2015 the average achievement among GP 
practices was 645.4 points or 97.9% - demonstrating a high focus on achieving 
points within GP practices. The average income per practice generated from 
QOF related work was £95,000 in 2014-2015. This is compared with £130,600 
of income generated in the previous year when more points were available 
under this system (ISD Scotland, NHS National Services Scotland 2015). Income 
generated from QOF based work accounts for up to 15% (approx.) of GP 
practice income (BMA 2016) and accounted for £96.1 million paid to 958 GP 
practices in Scotland in 2014-2015. This was a reduction of £32.1 million (25%) 
from 2013-2014. The reduction resulted from nationally mandated changes in 
the allocation of points and payments between 2013 and 2014 (ISD Scotland 
2015). 
To qualify for points and payment –“points make prizes” - GP practices 
must demonstrate achievement of specific percentages of attainment among 
specific patient populations in line with specific measurable indicators. There 
are indicators (linked to “paper-work…and meetings”) for 17 clinical domains, 
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five public health domains, five quality and safety domains and one medicines 
management domain.  
For example, in relation to the QOF points allocated to the public 
health activity of smoking cessation work (a high value activity), 25 points are 
available when 50-90% of patients with any single, or any combination of the 
following conditions have had their smoking status recorded in case records 
in the previous 15 months: Chronic Heart Disease, Peripheral Arterial Disease, 
stroke or Transient Ischaemic Attack, Hypertension, [Diabetes, Chronic 
Obstructive Pulmonary Disease, Chronic Kidney Disease, Asthma, 
Schizophrenia, Bipolar Affective Disorder or other Psychoses. The allocation 
of funding for points is not a straightforward process, but broadly speaking 
one point is worth £133.47. In simple terms this means that recording the 
smoking status of the above group could generate (a maximum) payment of 
£3336.75 per practice per year. When this is combined with the threshold 
achievement of 50-90% in offering current smokers (with the same specific 
diagnoses’) an offer of treatment and support to stop smoking (within the 
preceding 15 months) (25 points) and offering literature (2 points) to and 
smoking cessation support and/or treatment to all smokers over 15 years of 
age (12 points) smoking cessation work (64 points in total) could yield a 
maximum potential annual payment of £8542.08 to GP practices. This 
payment will be contrasted with payment for what counted as palliative care 
work, advance care planning work and dementia work in Section 5.3.4.2: 
Table 2 below. 
Medicines Management is another category in the QOF system. This 
allocates 10 points (maximum payment of £1334.70) to those GP practices 
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who can demonstrate evidence of a medication review having been carried 
out in the preceding 15 months for those prescribed four or more repeat 
prescriptions. The QOF Guidance for 2014-2015 (p: 165) states that: 
The common aim of the indicators within the medicines management 
domain is to consolidate and continually improve the quality and 
cost-effectiveness of prescribing in general practice. 
This medicines management work in the QOF system links with the SSCWs 
report that GPs contribution to the care review process was limited to 
reviewing the resident’s prescription chart, it also linked with the GP 
participants’ report that: 
…there are the patients on repeat prescription…they request their 
repeat medication…and the prescriptions have to be checked by 
general practitioners every day…there are some that need reviewed, 
so, you have to very carefully weed them out…. And that can take two 
hours of your day…we don’t do it every day, because we take it in 
turns to do it…that task got so onerous that the practice managers and 
partners allocated two people a day… 
The link between the cost of prescribing and the remuneration for review 
work in the QOF system provides an analysis for why medication charts were 
reviewed by GPs for the six monthly review – required by the RCH to meet the 
National Care Standards (Standard 6: Scottish Executive 2001) - but the actual 
residents were not.  
Turning to GP support for care homes, the only mention of care home 
residents in the QOF system is under one category of patient to consider for 
a case note review of incidents related to the unintentional harm caused by 
medical care. This was a form of “paperwork” for GPs (worth 6 points and a 
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maximum payment of £800.82) that  involved a twice yearly review of five 
sets of case notes - selected from a maximum sample of 25 sets drawn from 
pre-determined risk groups – with care home residents being one of the pre-
determined risk groups. This demonstrates that care home work was not a 
high priority in the QOF points system. 
It is clear that remuneration for work as a GP is a complex process. The 
fragmented categorisation of people’s experience of ill health in the QOF 
system - with payment being awarded for fragmented activities in association 
with that categorisation - offers one analyses why GPs were “always going on 
about money”. Rather than being paid for using their medical expertise in the 
treatment of people experiencing ill health their knowledge was subordinated 
to the categories of the QOF system, generated by authorised knowledge 
about evidence based care. These ruling relations in the QOF system then co-
ordinated textual practices associated with the level of remuneration that 
could be claimed as a result of “paperwork…and…meetings”.  
This section has built my analysis of how the QOF remuneration system 
for medical work organised GPs to make choices on the basis of what they 
would be paid for. The remaining sections in part one of this chapter continue 
by exploring that system further. They trace how palliative care, advance care 
planning and DNACPR decision making for RCH residents was ruled out. 
5.3.2 What counts as palliative care work? 
I reviewed the 2014 – 2015 QOF guidance (Appendix 35) and discovered 
the indicator only allocates points (and thus payment) for the following 
activity in relation to palliative care work:  
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The contractor has regular (at least 3 monthly) multidisciplinary case 
review meetings where all patients on the palliative care register are 
discussed 
NHS Boards contract GP services as distinct work items using the QOF 
system– such as holding “meetings” to discuss the care of patients on the 
palliative care register. It then scrutinises the payment processes for those 
work items.   
 The NHS Board may request that the contractor provides evidence 
that the meetings took place which could be in the form of minutes 
of the meetings. Contractors may also be required to provide 
written evidence describing the system for initiating and recording 
meetings (QOF Guidance 2014-2015:162). 
The palliative care register is intended to highlight all community based 
patients with palliative care needs to GPs and district nurses.  To explore this 
further I reviewed the criteria for inclusion on the palliative care register in 
the QOF guidance. This states:  
1. Their death in the next 12 months can be reasonably predicted (rather 
than trying to predict, clinicians often find it easier to ask 'the 
'surprise question' - 'Would I be surprised if this patient were still alive 
in 12 months?').  
2. They have advanced or irreversible disease and clinical indicators of 
progressive deterioration and thereby a need for palliative care e.g. 
they have one core and one disease specific indicator in accordance 
with the GSF Prognostic Indicators Guidance.  
3. They are entitled to a DS 1500 form (the DS 1500 form is designed to 
speed up the payment of financial benefits and can be issued when a 
patient is considered to be approaching the terminal stage of their 
illness. A patient is considered as terminally ill if they are suffering 
from a progressive disease and are not expected to live longer than six 
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months. It is typically issued to people with a cancer diagnosis.) (QOF 
Guidance 2014-2015:121) 
The QOF guidance states the aims of multidisciplinary case review “meetings” 
for people entered onto the palliative care register are to:  
 ensure all aspects of the patients care have been considered and 
documented in the patients records;  
 improve communication within the team and with other 
organisations (e.g. care home, hospital, community nurse 
specialist) and particularly improve handover of information to 
out-of-hours services; 
 co-ordinate each patient's management plan ensuring the most 
appropriate member of the team takes any action, avoiding 
duplication;  
 ensure patients are sensitively enabled to express their 
preferences and priorities for care, including preferred place of 
care;  
 ensure that the information and support needs of carers are 
discussed, anticipated and addressed where ever reasonably 
possible (QOF guidance 2014-2015:122).  
There is also a recommendation that a checklist (SCR1) (Appendix 52) and a 
template (SCR2) (Appendix 53) be used to guide discussion of care at care 
review “meetings”.  
SCR1 (Appendix 52) includes the following categories for consideration:  
 name of patient and name of carer; 
 diagnosis and code (projected life expectancy);  
 key GP; key District Nurse;  
 problems/concerns;  
 anticipated needs;  
 information given/carer issues;  
 DS 1500 form (typically issued to cancer patients);  
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 clinical nurse specialist/ Macmillan nurse/hospice nurse (the case 
load of this group of specialist nurses is typically cancer patients); 
 other specialist;  
 out of hours handover form;  
 preferred place of care/death; 
 actual place of death;  
 bereavement care;  
 and any other relevant notes.  
SCR2 (Appendix 53) includes: information about:  
 DS1500 form,  
 clinical nurse specialist input,  
 ACP discussion including advance statement of preferences and 
decisions to refuse treatment,  
 CPR status and if the person has a legally appointed proxy decision-
maker,  
 priorities and advice for the out-of-hours service on what to try 
before considering hospital admission.   
This process is based on the Gold Standards Framework which, as highlighted 
in Chapter Three, is based on the authorised knowledge about how to care 
for cancer patients – which has now become the correct way to care for 
everyone whose prognosis was not recovery, but death.  
Unlike other indicators in the QOF guidance, no achievement threshold 
percentage was set for palliative care work. Also, the points and payment 
allocated to/for this work were low in comparison to the points allocated to 
other work streams - which appear less time consuming and less complex. For 
example, a maximum of three points are available for compiling a palliative 
care register and holding regular “meetings” to discuss and action the care 
of those on the register, resulting in a maximum annual payment to the 
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practice of £400.41, while smoking cessation related work could yield a 
maximum potential annual payment of £8542.08 to GP practices. This makes 
a significant statement about the value placed on GPs palliative care work. 
5.3.3 A disjuncture between what counts as palliative care work and what happens in 
RCHs 
There was a disjuncture between what counted as palliative care work with 
sick and dying people in the QOF system and what happened in the RCH with 
sick and dying people. For example, staff in Vignettes 1-3 felt “abandoned” 
to manage illness and death with no co-ordinated plan of care or regular 
support from doctors. After reviewing the social organisation of medical 
support to sick and dying people using palliative care category in the QOF 
points system I suggest this system of categorisation is of limited benefit to 
RCH residents’. This is because it hinges on the institutional discourse of the 
conceptual practice of palliative care that is based on the experience of those 
caring for cancer patients. Therefore, it uses the surprise question and the 
prognostic indicator guidance as a means of determining life-expectancy, and 
it uses the issue of the DS1500 as an additional trigger for inclusion on the 
palliative care register. Older people in care homes have multiple diseases 
which mean that they may die in the next year, the next month or the next 
day and authorised knowledge suggests that doctors  struggle to predict when 
those with non-cancer diagnose might die (Zheng et al. 2013) – making the 
surprise question and prognostic indicators of limited usefulness for that 
population. Furthermore, RCH residents would not be issued with the DS1500 
form because this form is used to fast-track benefit claims for people with: a) 
a medically diagnosed life expectancy of 6 months; and b) eligibility for 
financial support to supplement illness related loss of income and illness 
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related personal care costs. Care home residents in the RCH were older adults 
retired from work and so not eligible to claim for loss of earnings, and personal 
care is free for those over 65 in Scotland.  
RCH staff had little/no influence over who was on this register. What I 
knew from the evaluation of the SPAR project (Section 1.5) was that GPs 
typically refused to enter care home residents’ on this register, because it 
was “not for care home residents but for very sick people with cancer”. What 
RCH staff knew was that the only time a GP had initiated a conversation with 
a family about the DNACPR form was when that resident also had a diagnosis 
of cancer. Authorised knowledge suggests that connecting the 
appropriate/correct/authorised use of the palliative care register only with 
the care of people who have cancer was not unique to the GPs in the area 
under study. A 2013 publication exploring primary care services in Scotland 
(Zheng et al. 2013) highlighted that only 20% of patients with chronic heart, 
lung, liver or kidney conditions (organ failure) or dementia, either requested 
or were identified by primary care services for palliative care (and included 
in the palliative care register) before dying. In contrast, 75% of cancer 
patients were identified for palliative care before dying. This study also 
reported that even those patients who were identified for palliative care 
received it too late to fully benefit – on average only 8 weeks before dying. 
GPs reported that identifying patients for palliative care was fairly 
straightforward for those with a cancer diagnosis, whose illness and dying 
trajectory typically had a clear terminal phase.  The study also reported that 
GPs found it difficult to raise the topics of death and dying with patients. 
They found it particularly difficult in patients with a non-cancer diagnosis. 
The findings from Zheng et al. (2013)  highlight at least two relevant issues, 
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firstly that 80% of those with non-cancer diagnoses were not entered onto the 
palliative care register and secondly, even doctors find raising the topics of 
death and dying challenging – particularly when patients do not have a cancer 
diagnosis with a clear terminal phase.  
What the current study adds is an analysis of why care home residents 
were not typically entered on the GP practice palliative care register - which 
is that the authorised knowledge about how to care for people who are dying 
in the QOF based criteria was developed from the experience of those caring 
for cancer patients. Therefore the institutional discourse of the conceptual 
practice of palliative care included the surprise question, the prognostic 
indicator guidance and whether or not a DS1500 form had been completed. 
These ruling relations co-ordinated textual practices that systematically 
excluded sick and dying RCH residents with non-cancer diagnoses’ from entry 
onto the palliative care register and from discussion at the palliative care 
“meetings” where DNACPR forms and other aspects of care were a feature. 
This leaves decisions and discussions of the DNACPR form and other aspects 
of care for sick and dying RCH residents vulnerable to being overlooked by 
GPs. 
5.3.4 What counts as Advance Care Planning Work in the QOF system? 
I have described the work SSCWs carried out during care review meetings 
under the “serious illness” category of the care plan. I have also described 
how this work was organised by what they had heard from palliative care 
education facilitators at Advance Care Planning project meetings (“recent 
trainings”) where the My Thinking Ahead and Making Plans document 
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(Appendix 50) was promoted (this project work will be explored further in 
Chapter Six). SSCWs knew that doctors did not attend this meeting.   
When I reviewed the QOF Guidance 2014-2015 on advance care 
planning work, I discovered that this was high value work to the GP practice 
- worth 45 points and a maximum annual payment of £6006.15. However, 
there were very specific parameters within which this work was to be 
conducted. It was expected that advance care planning work would mostly be 
targeted at people who scored highly on the SPARRA (Scottish Patient at Risk 
of Admission and/or Readmission) risk prediction tool as being at risk of 
admission to hospital as an emergency in-patient within the next year (ISD 
Scotland 2016). SPARRA scores are calculated for approximately 4.2 million 
patients. This information can be accessed by GP practices and other key 
professionals. Those with a SPARRA score of 50% are thought to have a 50% 
risk of admission to hospital in the following year. SPARRA scores are 
calculated from the following patient-level dataset: hospital inpatient 
admissions; community dispensed prescriptions; emergency department 
attendances; new outpatient attendances and psychiatric inpatient 
admissions (ISD 2016).  The purpose of this data is to shift the focus of 
healthcare (and healthcare professionals) from what is described as reactive 
hospital-based treatment to more preventative and anticipatory treatment 
in the community. GPs are directed to this data to identify and prioritise 
anticipatory care for those patients deemed to have the most complex (and 
in all likelihood the most expensive) healthcare needs. How they are 
instructed to do this is, to firstly construct a list of 5% of registered patients 
on the SPARRA data who are at greatest risk of emergency admission to 
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hospital (5 QOF points). Secondly, they should identify 30% of patients from 
that list who are most at risk of admission and so most likely to benefit from 
advance care planning work, which includes carrying out a compulsory poly-
pharmacy review (30 points). Finally, the identified 30% (of the original 5%) 
should be discussed at quarterly practice “meetings”. The focus of advance 
care planning “meetings” should be the active management of the 30%, to 
review their medications, improve their care and also reduce unscheduled 
care – i.e. unplanned hospital admissions.  
The QOF guidance states that:  
an advance care planning should, as a minimum, include the following 
information:  
 patient name, date of birth, sex and contact details;  
 name and contact details of patient's carer/responsible adult (if 
applicable);  
 lead professional for the individual patient - often called key 
worker;  
 date of assessment and suitable review date(s);  
 relevant patient medical conditions;  
 medication and poly-pharmacy review;  
 allergies (if applicable);  
 emergency plans (if appropriate);  
 information on other health care professional involved in the 
patients care e.g. psychiatric nurse (if applicable);  
 key messages e.g. patient specific goals (e.g. rescue 
medication); 
 incapacity information, action to be taken in the event of 
deterioration, entry access code to patient's home, information 
on key holder for patient's home, patient's first language etc.;  
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 patient consent, if given, that this information can be shared 
with other healthcare professional involved in the patients care 
(i.e. Out Of Hours, community staff etc.) and/or discussed with 
the multi-disciplinary team (QOF Guidance 2014/14:159).  
The guidance also states:  
In addition to the above, the following information should also be 
included in the active management plan if appropriate: 
 Cardiopulmonary resuscitation - yes/no - indication as to 
whether or not this has been discussed and if so, giving any 
details; patient's preferred place of death e.g. home/hospital 
(QOF Guidance 2014-2015:159). 
This is the only mention of CPR in the QOF guidance. It is mentioned in relation 
to advance care planning work for a very specific group and for a very specific 
reason. Furthermore, it is expected that GP’s advance care planning work 
would mostly be conducted with patients identified from the SPARRA data. If 
patients identified for advance care planning work are not from this data set, 
GPs are instructed within QOF guidance that they must be able to give a 
clinical justification for that patient’s inclusion in their advance care planning 
work. 
All of the above shows how advance care planning work in GP practices 
is closely linked with the work of medication review and identifying people at 
significant risk of hospital admission or readmission. The aim is to improve 
care while also developing active management plans to reduce the number of 
emergency admissions to hospital, reducing the length of hospital admissions, 
and reviewing (and reducing) the number of medications taken by this group. 
The cost of emergency admissions to hospital has already been discussed in 
Section 4.3.1.2. This led me to link the accountable advance care planning 
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work of GPs - who are financially incentivised to target people at risk of 
admission and/or readmission for advance care planning work - with drives by 
the Scottish Government to reduce the cost of NHS in-patient hospital care 
and pharmacy budgets. 
5.3.4.1 Reducing costs to the NHS  
There have been drives to reduce NHS costs particularly among the over 65 
age group who are reported as living longer with greater health and care needs 
than current models of health and social care can sustainably support (Audit 
Scotland 2014). Audit Scotland (2014) reported on combined NHS and council 
spending on care services of £4.5 billion for over 65s during 2011-2012. Of that 
figure emergency hospital admissions accounted for £1.4 billion (30%), and GP 
prescribing accounted for £379 million (8%).The potential of savings to the 
state provides an analysis of the significant difference in point allocation 
between the strand of work that is recognised as advance care planning in the 
QOF guidance (and worth over £6000) and the strand of work that is 
recognised as palliative care (and worth just over £400).  
In order for a care home resident with dementia to be identified as a 
priority for advance care planning work in line with the QOF guidance, s/he 
would typically need to score above 50% in the SPARRA data, calculated on 
specific categories around hospital and pharmaceutical usage during the 
previous 12 month period (ISD Scotland 2016). Then s/he would need to be 
included on the list of 5% of patients identified by the GP practice as being at 
risk of admission or unscheduled care. Then s/he would need to be included 
on the list of 30% selected to have active case reviews at quarterly multi-
disciplinary “meetings” where advanced decisions about CPR and the DNACPR 
form are a feature. This offers an empirical analysis of why “none of the 
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doctors ever raised [the DNACPR form] with us [RCH staff]” and why doctors 
did not attend meetings where residents future health care (advance care 
planning) was discussed. The ruling relations in the QOF organised and 
remunerated GPs to carry out advance care planning work based on the 
SPARRA data on which RCH residents would only  appear if they had been 
admitted to hospital in the previous 12 months – while RCHs are settings 
organised around keeping people out of hospital ( further explored in Chapter 
Six). These ruling relations co-ordinated the textual practices that 
systematically excluded from GPs advance care planning work of active case 
review - where the DNACPR form and other aspects of care were a feature. 
5.3.4.2 Exploring QOF work under the Dementia category 
After identifying the disjuncture described above, I wondered if care home 
residents with dementia may be identified for advance care planning work 
support by GP practices through the QOF work stream indicators for dementia. 
I discovered that 15 points are available for a threshold achievement of 35-
70% of patients diagnosed with dementia whose care has been reviewed in a 
face-to-face review in the preceding 15 months. This threshold remains the 
same no matter how many patients with dementia are on the GPs register, 
whether they can visit the practice during routine surgery time, or whether 
they need to be seen at home or in a care home - which takes considerably 
more time and must be carried out at the “expense of… other paperwork… 
and meetings”. Additionally, once the percentage of face-to-face reviews has 
reached 70% there is no additional funding for reviews the remaining 30% 
during that year - potentially making prioritising this remaining 30% an 
unattractive and/or untenable financial proposition.  
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More detailed analysis of the QOF Guidance on dementia revealed that 
the face-to-face review (and the reporting to NHS Boards of that review) 
should focus on four key issues:  
1. physical and mental health review (the guidance states this is to 
detect common physical symptoms such as joint pain or infection 
and common mental health issues such as depression);  
2. carers needs for information;  
3. the impact of caring on the carer;  
4. communication and co-ordination arrangements with secondary 
care (if applicable).  
These factors take no account of how older people with dementia actually 
lived and died in the RCH as their health inevitably deteriorated; nor do they 
account for the actuality that without a DNACPR form residents (and their 
families) are denied a peaceful and/or comfortable dying experience; nor do 
they account for the perception among family members that CPR would be a 
life-saving intervention for their loved ones – “mum has a lot of life to live” 
and “do everything for her” – when statistically it had very little chance of 
success, and no previous resident had ever survived a CPR attempt. 
  Linking what has been explored throughout this section with the 
account offered by the research participant who had worked as a GP, it 
becomes clear why medical support with decisions about the DNACPR form 
were unreliable in the RCH –  making “house-calls” and “difficult visits” to 
“difficult patients” in RCHs was a time-consuming activity that had to be 
carried out at the “expense of your other [QOF based] paperwork…and [QOF 
based] meetings” which took GPs away from activities that could generate an 
average £95,000 of capital for the GP practice per year.   
223 
 
The way in which the QOF system socially organised GPs work is 
illustrated in Map 6 below. 
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MAP 6: The social organisation of medical care using the QOF system 
 
Medical Work Directed by the 
Quality Outcome Framework Institutional Actors
Institutional Texts
Text Based Process
Key
Textually Mediated Conversation
Output
SPARRA data
Patient List
Medication 
Review
DNA-CPR form
ACP 
Meeting
Patient Criteria
Palliative Care 
Register
Palliative Care 
Meetings
Dementia
Work
Review
Physical health Mental health
Information 
Needs (Carers)
Palliative Care 
Work
ACP 
Work
QoF 
Framework
NHS Board
Global Fund
GP Practice 
Systems
General 
Practitioner
(GP)
DS 1500 form
 Death within 12 months
 Clinical indicators of advanced disease 
GMC
Scottish 
Government
225 
 
 
To conclude this section on funding medical work using the QOF point system 
the three work-streams explored in this chapter are now compared with the 
points and payment available to smoking cessation work, quality and safety in 
relation to a case note review for unintended harm and medicines 
management. 
QOF work-stream Points available Maximum payment 
Palliative Care 3 £400.41 
Quality and Safety 6 £800.82 
Medicines Management 10 £1334.70 
Dementia 15 £2000.05 
ACP 45 £6006.15 
Smoking 64 £8542.08 
Table 2: Allocation of QOF points and maximum payments 
 
This section demonstrates that while GPs were financially incentivised and 
socially organised to pay more attention to reducing NHS healthcare costs 
through activities associated with advance care planning and smoking 
cessation related work than to activities associated with palliative care or 
dementia care work. It also demonstrates that the aspects of the QOF system 
analysed in this study systematically excluded work with most RCH residents 
from GP remuneration. When discussing this research with a GP colleague in 
the final weeks of my study, and in relation to the DNACPR forms she 
commented that:  
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Organisationally and operationally it makes no difference to us as GPs 
if care home residents have or do not have DNACPR forms – although 
it is obviously better for them if they have one.   
The documentary analysis of the QOF points system data in this thesis 
explicates how DNACPR forms were not the only aspect of medical care that 
“organisationally it makes no difference to us as GPs” if it happened for RCH 
residents or not. Unfortunately for RCH residents, family members and staff, 
this was the case even when “obviously it would be better for them [the 
residents]” if they were not systematically excluded from GP remuneration 
and if they were not systematically excluded from sufficient medical support. 
Note: In December of 2015, as this study was in its final stages, The Scottish 
Government issued a statement of intent to abolish the QOF points system in 
Scotland from the 1st April 2016 (Scottish Government 2015). This decision was 
reached in agreement with the British Medical Association (BMA) Scotland. 
Scotland is the first of the historic nations within the UK to abolish the QOF 
system. It is being abolished because there is a recognition that organising 
healthcare work using the QOF is both burdensome and restrictive within GP 
practices. What will replace the QOF system is currently unclear and will not 
be announced until late 2017. 
5.4 Nursing services: “They are social care settings – and we only cover nursing 
homes” 
SSCWs in the RCH did not have much to say about nursing input to their 
service, as highlighted in the introduction. However, I knew that NCHs in the 
area received regular (3 times per week) visits from a small team of NHS 
nurses with a specific remit to support care home staff and residents’. This 
team had direct links into the wider NHS system: The Care Home Liaison 
Nursing Team. Members of this team told me that they had (authorised) 
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knowledge of symptom assessment and management, the SPAR tool, the 
DNACPR form, and the process for setting up and managing syringe pumps. 
They also told me that they had knowledge about how to open the door to 
other NHS services –among other things. However, they did not make visits to 
RCHs. I found this strange, and when I asked why not the team members stated 
that, “they [RCHs] are social care settings – and we [Care Home Liaison Team] 
only cover nursing homes”. This explanation was very frustrating to me 
because while the RCH staff in this study carried out their work with skill and 
dedication, they regularly struggled to manage the care of sick and dying 
residents without support.  In my professional view, in light of the increasing 
vulnerability of the residents in the RCH under study – and in light of the 
research on the care home population in general (Bowman et al. 2004, 
Froggatt et al. 2009, Laing and Buisson 2009, Royal College of Nursing 2010), 
nursing should have an increasingly valuable and important role to play in the 
care of RCH residents. It was also my view that the RCH staff (and residents) 
could have benefited from the regular nursing support that The Care Home 
Liaison Team could have provided. Nevertheless RCH residents were excluded 
from this nursing team’s service on the grounds of being “social” care settings. 
I knew that other district nursing services to the RCH were task specific and 
time-limited. This meant that despite the inevitability that residents would 
deteriorate and die during their residency in the RCH there was no regular 
nursing input to their care. The following section will demonstrate that 
classifying some needs and settings as social has meant that nursing care is 
becoming less rather than more available to those who could benefit from the 
support of professional nursing.    
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5.4.1 Historically situated removal of nursing services from the care of older adults 
In 2010, the Royal College of Nursing (RNC) published guidance on staffing in 
care settings. This guidance made a positive association between the number 
of RNs on shift and patient outcomes, patient safety and patient care. Despite 
positive associations between the number of RNs on shift and positive patient 
outcomes, even in acute hospitals, older people’s wards typically have less 
RNs per patient than other specialities. For example, children’s wards tend to 
have one RN per 4.2 patients, general adult medical and surgical wards have 
one RN per 6.7 patients but, wards for older adults have one RN between 9.1 
to 10.3 patients (Royal College of Nursing 2011, 2012). Inequitable as the ratio 
of patients per RN in hospital wards for older adults may be, the number of 
patients per RN is even higher in NCHs. In NCHs the ratio is around 18 patients 
per RN during the day rising to 26 overnight, with some care homes reporting 
35 patients per RN (Royal College of Nursing 2010). These figures represent a 
reduction in the number of RNs from 34% to 25% of the NCH staff mix between 
2007 and 2009 when the most recent figures were collated (Royal College of 
Nursing 2009, 2010). More recently, a 2015 report for the RCN Foundation, 
states that while little is known about the role of the RN in care homes 
because they are an under-researched group, the evidence that is available 
suggests that: the role of the RN in care homes is broad and multi-faceted; 
that turnover is high (31%); that the number of RNs working in care homes in 
the UK has been estimated but never enumerated and there is no clear 
guidance about safe staffing levels in NCHs generally (Spilsbury et al. 2015). 
Lack of research means that in 2016 when this research was completed, the 
patient per RN ratio or the average staff mix in for NCHs is unclear in Scotland. 
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However, despite the increasing dependency and decreasing health of RCH 
residents, for RCH the patient per RN ration remains the same: 0%.  
As highlighted earlier in this thesis, after the National Care Standards 
for Care Homes for Older People (Scottish Executive 2001) was published, the 
statutory distinction between NCH and RCH was abolished in Scotland and 
these distinct care settings were reclassified under the single generic title of 
“care home”. Nevertheless while the statutory distinction has been abolished, 
some care homes in the geographic area are considered to be healthcare 
facilities and so have on-site nurses (NCHs) and regular input from the NHS 
Care Home Liaison Team - who have knowledge about nursing care and 
knowledge about how to access the support of other healthcare professionals, 
while some care homes in the geographic area are considered to be social care 
facilities and so have no on-site nurses (RCHs) and are excluded from the 
support of that NHS nursing team. In my view, this exclusion produces a 
serious inequity of access to NHS nursing services and it could possibly be 
legally challenged by a resident or family member on the basis of 
discrimination.  
The value of professional nursing’s contribution to patient care is not 
always visible, nor is it easy to measure (Royal College of Nursing 2003). As a 
result, during the late 1980s and 1990s nursing came under increasing scrutiny 
from policy makers and service providers (Bagust and Slack 1991, Bagust et 
al. 1992, Buchan and Ball 1991, Buchan et al. 1997, Carr-Hill et al. 1992, 
Savage 1998). One consequence of this was the 1990 NHS and Community Care 
Act (Department of Health 1990) which re-designated much of what had 
previously been classified as nursing care to become personal or social care 
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instead (Royal College of Nursing 2003).  Patients in the community who were 
deemed to have social needs rather than nursing needs would no longer be 
cared for by professional nurses - working as part of a healthcare team, and 
funded from the health care budget. Instead they would be cared for by social 
carers and care assistants - under the supervision of social workers or social 
care mangers, and funded from the social work budget (Royal College of 
Nursing 2003). This meant that people deemed to have social needs were no 
longer under the direct care of nurses.   
An important consideration to bear in mind here is that while social 
care is a less expensive option than nursing care, classifying support needs 
with activities such as eating, drinking, hygiene and continence as social 
needs, does not account for the way sick and dying people actually experience 
their lives – as one continuous, interlinked and ever changing experience 
which is not neatly segregated into social, or health, or palliative care needs. 
Nor does it recognise the way in which skilful performance of these activities 
is foundational to the healing and therapeutic process (Nursing and Midwifery 
Council 2009). Nevertheless, even as the process of re-classification from 
nursing care to social care was underway during the 1990’s, one economist 
warned that: 
Nursing care as a product is highly simplified by non-nurse buyers not 
possessing a clear idea of what professional nurses can/should do and 
how it differs from less skilled cheaper labour…Managers may accept 
unfounded assumptions and myths about nursing costs, care-giver mix 
and nursing productivity” (Patterson 1992:203) 
Thinking about nursing in relation to care home residents in particular, in 2002 
Heath wrote in the British Medical Journal that the demarcation between 
231 
 
nursing and social care in care homes had led to a move away from recognising 
that some/much of care home resident’s pain and suffering was directly 
produced by disease and illness. Heath stated that classifying residents’ needs 
as social –rather than health needs: 
puts a barrier between people who suffer the greatest and most 
complicated burden of illness and the specialist healthcare 
professionals that they need (Heath 2002:1534).  
Cost related classification of needs and settings as social needs and social 
settings has “put a barrier” between sick and dying RCH residents at the 
research site. Staff knew they needed support to manage residents with 
failing health, and the Care Home Liaison Team, in my view, could offer RCH 
staff some of the support that they needed. However, the ruling relations that 
classified the RCH as a social care setting co-ordinated textual practices that 
systematically excluded RCH residents from the Care Home Liaison Team’s 
care by classifying people living in the RCH has having social care needs 
without ever seeing them to make an assessment of those needs based on the 
actuality of their lived experience.   
5.5 Chapter summary   
This chapter has traced how the social organisation of medical work has been 
achieved through the QOF system (among other income generating streams). 
It has also shown how RCH residents were systematically excluded from GP 
remuneration – and attention – under this system. This provides an analysis 
for why there was no in person GP support for SSCWs with discussions about 
“serious illness” and the DNACPR form. It also provides an analysis of why the 
only instance the SSCWs could recall when a GP lead the process of DNACPR 
decision making was for a resident with cancer – thereby included on the 
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palliative care register and discussed at the palliative care meeting where 
DNACPR forms and other aspects of care are a feature.  It also provides an 
alternative analysis for why GPs were unavailable for “difficult” and time-
consuming “house-calls” to the RCH. Rather than being unavailable simply 
because “there is never enough time in the day” as the GP participant 
believed, or because “some GPs are rubbish” as the RCH deputy manager 
believed, lack of availability could be linked to the actuality that GPs work 
was orientated to the QOF points system where “points make prizes” and 
“difficult visits” had to be made “at the expense” of that income generating 
work.    
This chapter has also demonstrated how classifying RCHs as social care 
settings has systematically excluded RCH residents from access to the NHS 
Care Home Liaison Team.  
This exclusion of RCH residents from medical and nursing support is 
concerning in light of the actual needs of the sick and dying people being 
cared for in the RCH. As highlighted, the actual needs of that group had 
changed as a result of what made a person “suitable for us”, the need to 
“keep beds filled” and the “home for life” policy – which meant people who 
were frailer were now being admitted into the RCH to meet the needs of the 
RCH as a business, and people with greater needs than the RCH staff could 
manage without support were prevented from being moved to a nursing care 
home (or hospital) as their condition inevitably deteriorated and they died. 
This chapter also demonstrates the way in which inequalities were produced 
between RCH residents and other community dwelling older adults who were 
living in NCHs and their own homes.   
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The following chapter will explore how DNACPR conversations had become 
an important topic for assessment and discussion at care review meetings with 
proxy-decision-makers as a result of: a) “recent trainings”; and b) “the Care 
Inspectorate” inspection processes. 
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Chapter Six: “Trying to prevent hospital admissions by re-
structuring care” and “our expectations are the same”: factors 
influencing conversations about “serious illness” in the RCH  
6.1 Introduction  
This chapter recounts the discovery and description of the ruling relations 
that appeared in the ruling work co-ordinating SSCWs participation in getting 
signed DNACPR forms into residents’ personal files. This chapter also recounts 
the discovery and description of the ruling relations in the audit and 
inspection processes that reinforced RCH managers’ and SSCWs’ compliance 
with the ruling practice – getting DNACPR forms signed and in residents’ 
personal files.   
SSCWs at the research site knew that what was discussed in the “serious 
illness” section of the care review meeting was to be focussed on “anything 
that required a person to go to hospital”. They knew the content of this 
discussion had been informed by “recent trainings” by staff leading an 
Advance Care Planning Project where they learned about the My Thinking 
Ahead and Making Plans document, the DNACPR form and that it was best 
practice if residents had a DNACPR form in their care file and were not 
admitted to hospital when they were dying – even when those actions were 
not actually best for individual residents and/or their family members.  
To follow these threads of my analysis further, part one of this chapter 
includes data gathered from a palliative care facilitator (PCF) who co-led a 
time-limited Advance Care Planning Project (ACP Project). This project, 
which promoted the use of the My Thinking Ahead and Making Plans 
document, was funded by a Government initiative, managed by senior 
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members of the Community Health Partnership (CHP), and its education 
sessions were attended by SSCWs from the research site.  
SSCWs also knew that the presence or absence of a DNACPR form would 
be audited by their manager. The care home manager knew that “things are 
changing with the Care Inspectorate and everything”. One of the “things” 
that was changing was that the presence or absence of the DNACPR form was 
now an aspect of the inspection process. This linked the DNACPR form with 
the quality grade the RCH would be awarded post-inspection.  To explore 
these relations of ruling further, part two of this chapter includes data 
gathered from a Care Inspectorate Health Advisor (CIHA).  
The threads followed in this chapter lead to the link between national 
policy drives to reduce NHS spending on people over 75 and the recruitment 
of the RCH staff to carry out advance care planning work orientated toward 
“anything that required a person to go to hospital”. The chapter explores 
how one feature of that advance care planning work – to clarify resuscitation 
status through the presence of a DNACPR form - made requests for DNACPR 
forms into a “bit of a battleground” between GPs - who were not remunerated 
for this work (Chapter Five), and SSCWs - who needed “the form” to prevent 
a traumatic dying experience, and also to be deemed competent by their 
manager. This chapter will also demonstrate how conversations about 
“serious illness” and the DNACPR form were linked to the scrutiny process of 
the Care Inspectorate, where the pre-inspection self-assessment form and 
annual return forms were designed to “give them [care home managers] a 
steer” toward what was considered quality care by that ruling body. Those 
textual practices were directly linked to the quality grade that could be 
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achieved, which was important to the RCH manager because the grade 
awarded had the potential to impact the RCH’s reputation and ability to 
maintain a high occupancy rate.   
6.2 Part One: Palliative Care Education: Helping staff “know what was meant” 
and become more “co-ordinated” in advance care planning work - to keep care 
home residents out of hospital. 
 
Part one of this chapter contains data gathered from a GP who had taken a 
part-time job as a palliative care facilitator (PCF). This led to involvement in 
a year- long project to promote advance care planning in care homes. Her 
post was funded by a cancer charity - for one day per week - and a by a 
Government initiative to reduce emergency bed days among those over 75 - 
for one day a week.  
 The research participant reported that: 
I was initially appointed to help develop community palliative care. 
That was mainly with GPs and district nurses, but the funding was to 
enable us to look at the wider community…and non-cancer palliative 
care…a lot of this care is delivered in the nursing and care home 
sector. And so…it was decided that this was an area we could look 
into…to help develop the workforce within the care homes…we did 
a little bit of…evaluation of what we felt was needed…the concern was 
that they were not co-ordinated enough…So, we wondered if we 
could focus the care homes to develop systems of care…The Scottish 
Government…through the work undertaken through Living and Dying 
Well had provided some guidance. And certainly the Health Board 
looked to that as the kind of road map of how palliative care services 
should be developed. So anticipatory care planning was…both a 
national priority and a local priority….we decided to make 
anticipatory care planning our major project and to involve as many 
of the care homes as we could…to help the staff know what was 
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meant by anticipatory care planning and how it should be 
identified…Anticipatory care planning was deemed to be a high 
priority…not just for the care home sector, but for all areas within the 
community…a training pack was produced…so that was our starting 
point…we had materials that we could use…that were readily available 
to us. When we decided to take on this project we applied for further 
funding. I was only appointed for one day a week, and obviously there 
was far more work than could realistically be achieved in one day a 
week. This coincided with money being made available through the 
Change Fund. That was quite a significant amount of money…and it 
was allocated on a CHP by CHP area. So we had a pot of money that 
was to be used to try and re-structure and re-shape care for the 
older population. Again it was with a focus anticipatory and 
preventative care…trying to prevent hospital admissions by re-
structuring care so that it could be delivered in the patients home, 
or at least in a home like setting, which is where care homes and 
residential care homes come in… Some of the Change Fund 
money…funded my position…to get the money we applied for funding. 
And to do that we had to produce a project plan of what we hoped to 
achieve… It went to several bodies. It went to the CHP executive 
meeting, it went to the GP forum and it went to the older adults JPIG 
(Joint Implementation and Planning Group). So all those bodies were 
overseeing it… 
The account of work from the PCF participant demonstrates that there was a 
link between her work as a palliative care facilitator and the work of the 
Health Board to a) follow the directives in Living and Dying Well (2008) as 
“the kind of road map of how palliative care services should be developed” 
making the work of promoting advance care planning a “a national and a local 
priority” and to b) develop “systems that would reduce hospital admissions”. 
The “system” that was “developed” to push forward on both agendas was to 
recruit care home staff to undertake advance care planning work as a means 
238 
 
of focussing care home staff attention on keeping residents out of the NHS 
hospital. 
6.2.1 Advance Care Planning: a compulsory “voluntary” conversation 
Advance care planning has increasingly been advocated in national healthcare 
policy documents including: Living and Dying Well (Scottish Executive 2008), 
Improving Complex Care (Scottish Government 2009) Living and Dying Well: 
Building on Progress (Scottish Government 2011), The Healthcare Quality 
Strategy for NHS Scotland (Scottish Government 2010), Reshaping Care for 
Older People (Scottish Government 2010), and Scotland’s National Dementia 
Strategy (Scottish Government 2011) among others. The work of the PCF was 
linked to helping care home staff “know what was meant” and become more 
“co-ordinated” in advance care planning work, particularly as that work could 
be orientated toward keeping care home residents out of hospital. The project 
team promoted use of the My Thinking Ahead and Making Plans document. 
The PCF reported that her project: 
 was seen as a pump priming exercise…each health board was given 
a certain amount of money…to develop systems that would reduce 
hospital admissions and in that way reduce costs to the health service 
as a whole. 
Use of this document, as the authorised and correct way of caring for people 
who would inevitably die, brought RCH staff into what Dorothy Smith 
categorises as a text-reader conversation.  According to Smith: 
Reading a text is a special kind of conversation in which the reader 
plays both parts. She or he “activates” the text – though probably 
never quite as its maker intended – and at the same time, she or he is 
responding to it or taking it up in some way. Its activation by a reader 
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inserts the text’s message into the local setting and the sequence of 
action into which it is read” (Smith 2006: 105).  
The My Thinking Ahead and Making Plans document was to be activated as 
SSCWs routinely discussed “anything that required a person to go to hospital” 
with family members at the six-monthly review meeting – this included the 
DNACPR form.  
The work of advance care planning was also important in the RCH 
because it was advocated in The Standards of Care for Dementia in Scotland 
- published by the Scottish Government in 2011. The research site was a home 
which specialised in dementia care. In conversation, the RCH research 
participants often referred to The Standards of Care for Dementia (Scottish 
Government 2011) as a key text that influenced how care was organised, 
delivered and measured in their setting – as such, it was one of the texts they 
were “working in line with” and measured against - through internal and 
external audit based work. 
The authorised view on advance care planning in The Standards of Care 
for Dementia (Scottish Government 2011) states that: 
 As a person with dementia I have the right to end-of-life care that 
respects my wishes (Scottish Government 2011:40). 
When this right is honoured, the Standards claim that the person with 
dementia will have access to the:  
full range of palliative care services; care that respects previously 
expressed wishes; and protection from inhumane or degrading 
treatment (Scottish Government 2011:40).  
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Advance care planning – sometimes referred to as anticipatory care planning 
– is the authorised means of gathering those “expressed wishes”. Advance 
care planning is described as a voluntary process of discussion(s) taking place 
between an individual and their care provider(s) and/or family, in order to 
discuss and document wishes about what people would and would not like to 
happen in terms of their future care (Henry and Seymour 2012).  
 The PCF participant reported that: 
…talking to people about their wishes…as helpful as that is…does need 
to be documented in some way…so everyone is clear 
 
The authorised view is that reluctance to discuss dying in care homes – for 
whatever reason - has led to poor anticipatory planning of what is considered 
a foreseeable event (Hockley 2006, Moriarty et al. 2012), resulting in 
inappropriate hospital admissions in the last days/hours of life. Hospital 
admissions have been judged inappropriate for nursing care home residents 
if: the resident had wanted to die in the care home; the resident had been 
admitted to hospital without a GP assessment visit and their condition was 
potentially manageable within the care home; the resident did not want to go 
into hospital but the family/GP insisted and the admission was not for an 
acute event; a resident was admitted for a condition that was not reversible—
but the reason given for admission was for treatment; and a frail resident was 
dying with advanced dementia (Kinley et al. 2013). Inappropriate hospital 
admissions are considered problematic due to the human cost of increased 
suffering as a result of burdensome, uncomfortable and potentially futile 
interventions as people are actively dying (Hockley 2006, Watson et al. 2010). 
However, as discussed previously (Section 4.3.1.2), hospital admissions are 
also considered problematic because they carry a significant financial cost. A 
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2015 study exploring the difference between geographic areas with care 
homes and those without suggested that geographic areas with more care 
homes also had 40-50% more emergency hospital admissions in the over 75 age 
group than the general population over 75. Many of those admitted to hospital 
were close to the end of life, with 42% of emergency admissions being among 
those in the last six months of life (Smith et al. 2015). Some argue that if the 
likelihood of death was more openly recognised and discussed in care homes 
then residents could remain in familiar surroundings and receive interventions 
with a comfort orientated palliative intent rather than being transferred to 
hospital for expensive and potentially futile and uncomfortable curative 
treatment as they approach the end-of-life (Harrison-Denning et al. 2012, 
Hertogh 2006, Watson et al. 2010). The discourse of palliative care has 
promoted the view that the best way to die is to die at home rather than in 
hospital However, resisting hospital admission is only a positive step if 
residents are adequately supported. The man in Vignette 1 was dying with 
advanced dementia which was not reversible and for which there was no 
treatment - so according to the criteria suggested by Kinley et al. (2013), 
admission to hospital would be classified as inappropriate for this man. 
However, staff at the RCH knew they could not manage his care without a 
different kind of support than they were receiving from NHS community 
doctors and nurses. Therefore, while admitting him to hospital (for 
assessment and management of his symptoms of pain and distress) could have 
been considered an inappropriate institutional act, it would have been an 
entirely appropriate human act. 
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The authorised knowledge goes on to suggest that there are practical 
challenges surrounding the work of planning ahead for people with dementia 
for at least two reasons. Firstly, people with dementia face increasing 
communication difficulties as their disease progresses leaving those with 
advanced disease incapable of expressing their wishes in an end-of-life 
situation - even if they wanted to (Johnson et al. 2009, Triplett et al. 2008). 
This leaves staff supporting people with dementia reliant on any 
documentation that was collected while, and if, the patient was able to voice 
their preferences. If clear documentation is unavailable, staff are reliant on 
information gathered from those who knows the person with dementia well – 
usually a family member. This precipitates difficult conversations with family 
members and proxy-decision makers and recent research suggests that the 
outcome of these conversations does not inevitably accurately represent the 
wishes of the person with dementia (Harrison-Denning 2014). Staff are also 
reliant on their own knowledge about the patient’s wishes and their own 
observations and judgments about the person’s comfort and freedom from 
pain and distress (Gjerberg et al. 2011, Lawrence et al. 2011). Lack of clarity 
about people’s wishes makes it difficult to support individuals to live and to 
die in accordance with what has been important and valuable to them 
(Froggatt and Parker 2010, National Council for Palliative Care 2006). A 
second challenge around advance care planning for people with dementia is 
the long and unpredictable journey to death (Section 4.2.3). Uncertainty 
makes it difficult to be clear about when the person with dementia is actually 
nearing the end-of-life (Rait et al. 2010, Xie et al. 2008).  
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Harrison-Denning (2014) states that until very recently most of the 
evidence on advance care planning came from the USA, where advance care 
planning conversations are a requirement of the health insurance system 
rather than a voluntary process of discussion - as is claimed to be the case in 
the UK. In a literature review of advance care planning and people with 
dementia, Harrison-Denning et al. 2011 identified the following key themes 
in the authorised literature: a point exists (often before diagnosis) at which 
cognition deteriorates so critically in a person with dementia that advance 
care planning can no longer be discussed with that person; factors are present 
in family carers and professionals that influence the advance care planning 
process, such as conflicting motivations between what the person with 
dementia may have wanted and their current best interests; and the 
preferences of family carers for life sustaining treatments and reluctance to 
forgo such treatment on behalf of the person with dementia. She concluded 
that: a) despite national drives to promote advance care planning in the UK, 
the evidence base for advance care planning was still limited for people with 
dementia and; b) that family members needed a high level of emotional 
support to engage in advance care planning.  
Nevertheless, in line with Living and Dying Well (Scottish Government 
2008) which influenced her cancer based funding and the Change Fund 
requirements, the PCF research participant worked to progress and promote 
advance care planning in care homes in the geographic area under 
investigation. Part of this work involved organising a two day course for care 
home staff. She reported that:  
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We used the NES Education for Scotland training pack…the first day 
included…the principles and practice of advanced anticipatory care 
planning…the timing and triggers…and DNACPR - which proved to be 
quite a contentious issue…The second day of training was focussed 
more on communication skills training…because it’s actually having 
the communication skills…is…really crucial…...always during that 
training, one of the main things that we focussed on…is that it was 
very much a voluntary process, and that it was not for everybody. 
What we were frightened of was that staff…would think this was just 
a tick box exercise, something they had to do at all costs and, you 
know, perhaps inappropriately push people to discuss difficult aspects 
of their care…Some people would want to cover the whole document 
A few would be happy to discuss their immediate care, but would not 
like to think…about the possibly difficult times toward the end-of-life. 
They weren’t ready to discuss that yet. We also stressed that it was 
an ongoing process…one that had to be revisited…and our 
recommendation to staff was that it should be looked at…and a 
discussion offered once a year…or sooner depending on…any changes 
in the conditions or cues they’ve picked up either from the residents, 
or the resident’s advocate… 
Despite the rhetoric about advance care planning embedded in this account, 
the actual work of planning for illness and death (either sudden or expected) 
was not a voluntary process at the research site. The textual practices 
organising work at the RCH meant that a routine review of care was organised 
every six months and the category of “serious illness” was always discussed 
at that meeting – even when SSCWs knew it was “important not to be saying 
stuff” to people at times and even though the PCF knew that conversations 
about future care “were not for everybody”. The PCFs knowledge that people 
should not be “pushed” into discussing “difficult times towards the end of 
life” when they were not ready to discuss such matters, and the SSCWs 
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knowledge about what was “important” to say and not say when talking to 
family members about the death of their relative - was subordinated to the 
discourse and ruling knowledge of palliative care and the ruling practices of 
the managers in (and beyond) the RCH. In relation to the aspect of advance 
care planning that focused on the DNACPR form, this meant that relatives 
were asked about the form at every care review meeting until the family 
member consented to the form (Vignette 6), or the decision was taken out of 
their hands (Vignette 2), or the resident died without a form “in place” 
(Vignette 3) and so became subject to CPR attempts that had little or no 
chance of restoring spontaneous breathing and circulation. The ruling 
relations co-ordinated textual practices that made advance care planning for 
sickness and death a compulsory rather than a voluntary process in the RCH. 
As a result, these discussions did not arise from the everyday lives and needs 
of older people resident in the RCH, their families and/or the people who 
provided daily care for those groups, rather they began in the ruling practices 
that organised: regular review meetings; the authorised knowledge about 
what should be discussed at those meetings; and the relations of ruling that 
surrounded the DNACPR form itself. 
 6.2.2 A glimpse into the link between the DNACPR form and the criminal justice 
system 
One of the “difficult visits” described by the research participant working as 
a GP required that she broach the topic of resuscitation with a patient who 
was in the terminal phase of his illness. She reported that: 
I would have looked at the person’s notes quite carefully and I would 
have to see the person and have a discussion with the person if they 
have capacity and want to have a discussion with me…there’s a lot of 
important things that have to be done with DNACPR…it’s not 
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something you just look at the notes and think that’s an end to that…I 
think it’s a much bigger process than that…its quite a long 
conversation sometimes, it’s not a quick two minute run to the home 
and run out again. It’s important, you know.  
One of the reasons it was “important” to discuss DNACPR and leave a form in 
the patient’s home was to prevent the following chain of events – as cited on 
an online module on DNACPR recently completed by the GP (NHS Scotland 
2013). I constructed the following account from the real life situation 
presented in that module.  
There was no DNACPR form in the house of a person who was dying 
from cancer. The person collapsed unexpectedly, the family called the 
emergency services (999 call). The person was dead when the 
ambulance crew arrived. Although the person was known to be in the 
final weeks of life, the authorised view was that because death 
occurred as the result of a sudden collapse it was categorised as 
“unexpected”. This meant the ambulance crew were obliged to 
contact and inform the police of the death. Then the police had to 
report the death to the procurator fiscal as an “unexplained” death. 
This meant the patient’s body became material evidence to an 
investigation, which meant it was removed and held in the police 
mortuary while the “incident” was investigated. Additionally the 
bereaved family members were questioned as witnesses to, and 
potential suspects of, a crime.  
To prevent a similar set of circumstances, this GP completed a DNACPR form 
and left it in a prominent place in the patient’s home. This would indicate, to 
all official parties, that death was not medically unexpected even if it 
occurred suddenly for this patient. To leave a red DNACPR form in a prominent 
place in a patient’s home, the patient and family needed to know about the 
form and understand what it was for – making it “a long conversation” – 
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because as above, patients and families did not always understand the need 
for the form, or the implications if it was absent. 
This account provides a glimpse into another set of legal practices that 
made a DNACPR form necessary for those who are expected to die as a result 
of life-limiting illnesses – and from advanced age. This is because, in the event 
of a sudden, if not entirely unexpected death, the absence of a DNACPR form 
may link all who were involved with the person at the time of death to the 
work of the Police Service as witnesses to and suspects of a potential crime – 
adding a further layer of complexity into the mix. 
6.2.3 Advance Care Planning: “a pump priming exercise”  
The PCF participant’s professional goal was orientated toward improving 
experiences of people who were sick and dying in care homes. There was no 
central NHS funding to progress this goal and so she had to find and apply for 
funding to be remunerated for this work.  One stream of funding was awarded 
by a Government initiative called the “Change Fund”. The Change Fund 
financed work which could demonstrate a means of reducing:   
…rates of emergency bed days used by those aged 75+ by a minimum 
of 20% by 2021 and at least 10% by 2014/15 (COSLA, The Scottish 
Government and NHS Scotland 2010:18).  
One means of achieving these targets was to encourage: 
…care providers in CHPs to support the use and sharing of Anticipatory 
Care Plans (ACPs): a summary or shared record of preferred actions, 
interventions and responses that care providers should make following 
a clinical deterioration or crisis in the person’s care or support(COSLA, 
The Scottish Government and NHS Scotland 2010:20).  
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As a result of being awarded this funding, this research participant’s work was 
oriented to “focus on anticipatory care” as the means of “co-ordinating” care 
home staff to know what they should discuss with patients (and families). I 
have now come to see this work – of which I have been a part in my 
professional role - as an insidious “colonization of minds and hearts of the 
caregivers with goals and values of” (Campbell 2006: 93) a political agenda 
to keep the care home residents in the care home and out of the hospital as 
they deteriorated and died as one means of “re-structur[ing] and re-shap[ing] 
care for the older population”- and so reducing NHS costs. The SSCWs took 
up that ruling action intentionally but unknowingly as they carried out their 
textually-mediated work of discussing “serious illness” with family members 
- influenced by the My Thinking Ahead and Making Plans document. 
The work of the Community Health Partnership (and other bodies) was 
to “oversee” the progression of the project and to ensure the project team 
maintained the focus on promoting the use of the My Thinking Ahead and 
Making Plans document as a means of reducing “hospital admissions” and NHS 
“costs”. The research participant stated: 
We had tasks and milestones…I had them on an Excel spreadsheet…I 
had to input the details that we had on a monthly basis and then that 
was collated on a three monthly basis. 
To “oversee” this “re-shaping” work the Community Health Partnership had 
the promotion and uptake of advance care planning in care homes as a 
corporate priority in their 2013-2016 development plan (Appendix 49). 
Regular tracking of the development of the advance care planning project was 
a requirement of the funding from the Change Fund so progress was tracked 
through regular reporting on the number of care homes using the My Thinking 
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Ahead and Making Plans document as a result of that project work. Progress 
was reported to three bodies: The GP Forum; The Older Adults’ Joint 
Implementation and Planning Group and the Community Health Partnership 
Executive Team. These groups were interested in recording how many care 
homes had started using the recommended/authorised advance care planning 
documentation and processes (Appendix 49).  
There is a disjuncture between the focus on care homes for this 
advance care planning project work and the authorised knowledge in the 
National DNACPR Integrated Adult Policy (Scottish Government 2010) which 
states that decisions on CPR should be made by the “senior clinician” involved 
in the patient’s care. Clinical involvement in advance care planning 
discussions is also recommended by the British Geriatrics Society (BGS) who 
suggest that such discussions should be initiated by an appropriately trained 
professional who has developed rapport with the person whose care is being 
discussed (Royal College of Physicians, National Council for Palliative Care, 
British Society of Rehabilitation Medicine, British Geriatrics Society, 
Alzheimer’s Society, Royal College of Nursing, Royal College of Psychiatrists, 
Help the Aged, Royal College of General Practitioners 2009). In this guidance, 
appropriately trained means a person who has adequate knowledge about the 
disease, the treatment, and the person whose care is being discussed so that 
they can sensitively and skilfully offer appropriate information and advice. If 
the professional who has rapport with the person does not have this 
knowledge base, the guidance is to refer to a person who does, or to engage 
in a joint discussion with a professional who has the required (specialist) 
knowledge. Nevertheless the PCF participant was instructed by the ruling 
body overseeing her work to focus her attention on care homes rather than 
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GPs or community nurses as she had done in the past. This was a source of 
frustration for her, she reported: 
That was the disadvantage of the focus on care homes…I had always 
done a round of GP visits before…for seven or eight years in total, but 
the last two years of my career, because the focus was care homes and 
the funding was different…that lapsed… I felt that was a pity…it 
would have been nice to have kept that going…to keep palliative care 
at the top of GPs agenda. 
Rather than using her medical knowledge about working as a GP with a 
longstanding special interest in the care of sick and dying people “to keep 
palliative care at the top of the GPs agenda”, the PCF participant was obliged 
to enter numerical data into a spreadsheet for the benefit of bodies 
“overseeing” the ACP Project. This data was used to track, measure and 
evaluate progress on her work advancing the authorised knowledge about 
advance care planning with care home staff which drew the RCH staff – who 
are not NHS employees - into the work of solving the Government fiscal 
problem of high NHS expenditure by keeping residents in the care home rather 
than sending them to hospital as they are dying.  
Community Health Partnerships delivery plans on advance care 
planning were also directly related to their responsibility to report to a 
national group on progress with Action Point 4 in Living and Dying Well 
(Scottish Executive 2008:15), which states: 
CHPs, palliative care networks, older peoples services and the Long 
Term Conditions teams in each NHS Board area should collaborate to 
ensure that timely, holistic and effective care planning is available for 
those with palliative and end of life care needs and is carried out in a 
manner which is person centred and responsive to the needs of the 
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diversity of the population at appropriate stages of the patient 
journey.  
Action Point 4 was related to statement 29 in Living and Dying Well (Scottish 
Executive 2008:13) which states: 
Future planning for end of life care should be included as part of this 
process (the process referred to here was from statement 28: providing 
appropriate information and allowing adequate time for discussion to 
ensure patients and carers can explore care and support options with 
health and social care teams and arrive at informed and realistic 
decisions about future care), and should include opportunities for 
discussions about the patient’s wishes should he/she become 
physically or mentally incapacitated in the future as well as about 
cessation of active treatment, preferred place of care, support for 
care at home if desired, implementation of an integrated care 
pathway and the patient’s wishes regarding resuscitation…Advanced 
care planning with patients and carers will be an important…as will 
the adoption by NHS Boards across Scotland of consistent Do Not 
Attempt Resuscitation (DNAR) policies, such as that developed by NHS 
Lothian. 
These statements in Living and Dying Well (Scottish Executive 2008) were 
progressed with the publication of the National DNACPR Integrated Adult 
Policy (Scottish Government 2010), an action which was also a 
recommendation of the National Audit Committee (Audit Scotland 2008). All 
of these documents were influential in determining the shape and scope of 
the ACP Project team’s work and the reporting that was required as a result 
of that work. However, writing this work up as numbers on a spreadsheet took 
no account of what actually happened during the project.  
The PCF research participant continued:  
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obviously you have to put things in a project plan that are time 
dependent, there are many things that can throw that off and that 
was one of the frustrations…even when you thought you had put 
forward a realistic time frame, it became quite apparent we were not 
achieving the milestones…a lot of that was due to difficulties in 
getting [care home] staff released for the training we had planned… 
and, although we had money for my post we didn’t have money to do 
very much else, so we were very dependent on getting free venues, 
for example…but to get the free venue you had to go out-with 
timeframe…,and then we would discover that the care home staff that 
had signed up didn’t send all of their staff. So, there were many catch 
up days we had to put on. So there were lots of confounding things 
like that…I think ideally we would have liked to have done it on a care 
home by care home basis, but that just wasn’t realistic with the 
finance we had available to us and with the staff we could persuade 
to work with us to deliver the training. 
 
Numerical data on how many care homes had adopted the use of the My 
Thinking Ahead My Making Plans document took no account of the ability of 
the care home management to release staff for training or pay for backfill 
costs. Nor did it take any account of the difficulty the project team 
experienced in organising “free” venues or finding “staff we could persuade 
to work with us to deliver the training” – and do so at no additional cost to 
the project. The staff who were recruited to “deliver the training” were all 
non-NHS palliative care educators working for charitable organisations – such 
as myself. Finally, numerical data took no account of the difficulty of 
organising “catch up days” for staff who could not attend the original training, 
or the fact that this participant typically worked 50 hours a week at her “part-
time” project but was only remunerated for 16 because “we only had funding 
for two days”, or that she sometimes paid for other people to “deliver the 
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training” from her personal funds in an attempt to keep the project on track. 
Therefore, while the research participants’ reports were useful to the 
Community Health Partnership management bodies “overseeing” the project 
work – to demonstrate progress with the actions in their corporate plan to the 
executive committee; and to demonstrate progress with the work of 
promoting advance care planning to the Change Fund funding body – and to 
demonstrate progress to the groups reporting on progress with the actions in 
Living and Dying Well (2008) to the Scottish Government - the actual work of 
running the project was nowhere to be found in the official account of that 
work - simply recorded and reported to ruling bodies as numerical data in a 
spreadsheet.   
6.2.4 Advance Care Planning and the DNACPR form - “a bit of a battleground”  
As highlighted, the PCF participant’s work was to promote the use of the My 
Thinking Ahead and Making Plans document. Crucially there was no 
concurrent focus on supporting or remunerating GPs to support care home 
staff with the advance care planning work being promoted. Rather a (non NHS) 
PCF was charged with encouraging (non NHS) care home staff – both NCH and 
RCH staff – to take up the work of advance care planning (and so get involved 
in the work of reducing NHS spending).  
The RCH management adopted the use of the suggested advance care 
planning documents, which then increased the institutional focus on getting 
DNACPR forms into residents care files. An increased institutional focus on 
DNACPR decision making was not shared by the residents’ GPs (Chapter Five) 
– many of whom were described as not having “a clue” about what the RCH 
home needed in relation to the DNACPR form. This left RCH staff with the task 
of attempting to negotiate medical support with advance care planning work 
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for RCH residents on a doctor by doctor and resident by resident basis – leading 
the deputy manager to describe the support of most GPs with this work to be 
“rubbish”.  
The PCF participant stated:  
There are lots of other bodies and people…our project would have an 
impact on…general practitioners…we knew it would have an impact 
on their workload.  
DNACPR was a very contentious issue…within general practice. There 
were a lot of GPs who were not particularly happy with the new 
DNACPR guidelines...The policy has some advantages, but as a GP I 
could see it had some disadvantages…there is a work-load for GPs…I 
think care homes found it quite difficult because GPs were being asked 
to respond to a request for a patient…care home staff might have had 
a discussion with an individual about a DNACPR decision…and again it 
was difficult because it becomes a medical decision…but, GPs were 
not prepared to come out and have that discussion…and that proved 
difficult for care home staff…who were under their own pressures, in 
that their overseeing authorities were keen for them to have all those 
to have documents in place…but the GPs were not prepared to make 
the decisions so far in advance…so it became a bit of a battle ground.  
The research participant knew the project work she was promoting would 
have an impact on GPs “workload”, and she knew that a DNACPR decision for 
a frail older adult was a “medical decision…that GPs were not prepared to 
make…so far in advance” and she knew that discussing this was “proving 
difficult” for care home staff. Not only was it difficult, it had become a “bit 
of a battle ground” between GPs and care home staff. The research 
participant’s own analysis of why it had become a “a bit of a battle ground” 
was that there was a lack of education about the DNACPR process and lack of 
willingness to engage with it on the part of her GP colleagues.  
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She stated:  
…when the DNACPR paperwork arrived initially, I don’t think there was 
a tremendous amount of education to support it in the initial 
phases…It was my understanding that many of the GPs felt it was very 
time consuming thing that was…landed on them…without any sense of 
consultation…there were education meetings held but…the turnout 
was dreadful…I don’t think the importance of it was fully 
recognised…In the past…the CHP have insisted that you go to 
training…I’m thinking of child protection...where there was a three 
line whip because it was deemed to be important training… For that 
training there was a monitored register of attendance and funding to 
attend…but DNACPR was voluntary…and there was no payment. The 
DNACPR forms were delivered to general practices and they were told 
of the various meetings around they area…but it was voluntary…The 
people who come to meetings and training are the ones who have an 
interest and the ones you really want to target don’t come… 
There is more going on in this account than a lack of interest or a lack of 
education among GPs. As an education facilitator with responsibility for 
statutory and mandatory training within my workplace, I know that the 
DNACPR process is not categorised as a mandatory or statutory training topic 
by care organisations, or those who regulate them – while “Child Protection” 
is. This means that organisations must demonstrate to their regulatory body 
that Child Protection training has been completed by staff on a 1-3 yearly 
basis - depending on role. However, as they are not mandatory or statutory 
topics, neither the DNACPR process nor the DNACPR form would be considered 
“important training” and the Community Health Partnership management – 
who contract GP services – would not be under legal obligation to demonstrate 
that they had provided access to DNACPR training/education for their 
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employees. Therefore, they would not need to have a “three line whip” 
approach to this topic. The research participant continued: 
A CHP decision was made that most of my time was targeted at care 
homes…We did some GP practice visits…to discuss the most up to date 
documentation that we had in palliative care…before my visits to GP 
practices I would ask “Is there anything you want to cover, anything 
you want to discuss when we come out? It was DNACPR that was 
always discussed. There was a lot of unhappiness about it within 
the GP community.  
The relations of ruling explicated in this section show how the research 
participant was socially organised by the reporting systems required by the 
Community Health Partnership and the Government body funding her post to 
increase the use of advance care planning documents in care homes - with a 
view to decreasing NHS costs. “Recent trainings” provided by this participant 
increased requests for support from GPs with DNACPR forms from the RCH 
staff at the research site, which produced an additional “workload” GPs were 
neither remunerated for (as discussed in Chapter Five) nor consulted about. 
It is unsurprising therefore that there was “unhappiness about it within the 
GP community” and that working with the DNACPR form became a “bit of a 
battleground” between GPs and care home staff.  
Vignette 6 records that Karen dislikes the process of initiating 
conversations about the DNACPR form, but it has become part of her job, so 
she feels she has no option and just needs to get on with it. The authorised 
knowledge suggests that care home staff have gaps in their knowledge leading 
to uncertainty about how to communicate sensitively and honestly with family 
carers about the unpredictability in dying with/from dementia and the need 
to plan ahead (Fahey-McCarthy et al. 2009, Livingston et al. 2011). Although 
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the SSCWs did not mention gaps in knowledge as a reason for finding 
conversations about “serious illness” and DNACPR forms “difficult”, the 
manager who had recently been promoted from SSCW to deputy manager 
stated her concern that some staff “struggled” with this aspect of their work 
due to their “lack of skill” . Despite her concern the DNACPR form was an 
aspect of SSCWs’ work that was subject to the ruling relation of the care file 
audit form – and as this chapter will demonstrate it was also subject to the 
ruling relations of the regulatory body, therefore her concern was sub-
ordinated to the relations of ruling that organised “needing the form”. 
At the same time the research participant reported that during training 
sessions care home staff were reminded that: 
DNACPR wasn’t a main topic [in the My Thinking Ahead document], but 
it was an example under one of the headings…it was something that 
the patient might want to know more about, so there was no 
obligation to discuss it…but we had given staff training as to how 
they might initiate that discussion about DNACPR. Reminding them 
that it is quite a sensitive issue, and that not everyone wants to talk 
about, but perhaps even to flag up the need to talk about it with a 
healthcare professional…somebody they knew and trusted like their 
GP for example…before making any decisions.  
This segment of the interview data demonstrates the authorised knowledge 
on DNACPR decision making that was presented to care home staff during “the 
education process”. This was the same authorised knowledge that I presented 
to care home staff so I knew information on advance care planning had been 
commissioned by NHS Education for Scotland and generated by a team of 
hospice based palliative care educators as an education “toolkit” with power-
point presentations, quizzes and other materials. I also knew that educational 
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materials on the DNACPR policy had been commissioned by the Scottish 
Government and generated by a hospice consultant as a power point 
presentation and DVD. These materials were organisational texts that 
organised a ruling relation and carried the power of the Government within 
them. I now recognise that the PCF research participant was ideologically 
captured during these education sessions (as was I, until I undertook this 
research) and so participated in disseminating the authorised view that: a 
conversation about DNACPR is a “sensitive issue” that “not everyone wants to 
talk about”; that DNACPR is a topic that needs to be “flagged up” to care 
home residents (or their families) for discussion; and that discussion should 
be with “somebody they knew and trusted like their GP”. This authorised 
knowledge subordinated the research participant’s knowledge of the actuality 
of the situation, which was: that “DNACPR became a medical decision”; that 
GPs in the area had not attended any education about the newly released 
DNACPR policy or form; that there was a lot of “unhappiness” among GPs 
about this “workload” and lack of remuneration being “landed on them” 
without consultation; that GPs were “not prepared to discuss DNACPR so far 
in advance”; and that the work of discussing DNACPR had become a “bit of a 
battleground” between GPs, care home staff - and the PCF herself. Her 
knowing of this actuality was translated into organisational texts (My Thinking 
Ahead and Making Plans, DNACPR forms, excel spreadsheets etc.) which 
articulated her concerns to “the conceptual order of the institution” 
(Campbell 2006: 94) and in the process became the authorised version of what 
was known about advance care planning in care homes – which was limited 
how many care homes had agreed to participate in the “re-structur[ing]” and 
cost-reducing project of ruling authorities. 
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Map 6 details the key actors, texts, text-based processes and textually 
mediated conversations outlined in part one of this chapter. This map 
pictorially represents how this work and these texts became the relations of 
ruling that co-ordinated SSCWs to integrate the authorised knowledge about 
the correct way to plan care for care home residents who were dying – which 
was to discuss “serious illness” with family members; organise the completion 
of DNACPR forms; and keep residents out of the NHS hospital. 
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MAP 7 Drawing SSCWs into the work of managing living and dying within the RCH
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6.3 Part Two: Regulating and Inspecting Care Homes – pre-inspection forms “give 
them (and us) a steer”  
 
Part two of this chapter contains data gathered from a Care Inspectorate 
Health Advisor (CIHA). The Care Inspectorate was set up by the Scottish 
Government to regulate and inspect care based services, such as care homes 
for older adults. It is accountable to government ministers. The requirements 
of the Care Inspectorate were often a source of frustration to SSCWs and the 
RCH manager(s). This frustration was due in part to the difficulty imposed on 
the RCH as a result of the quality grades awarded by the Care Inspectorate 
beginning to slide, bringing the competence of the manager and the care 
home staff into question by the care home company – and potentially bringing 
the reputation of the care home into question by its current and future 
customers. Additionally, I knew from seven years of working with care home 
staff in my professional role – with both RCH staff and NCH staff - that care 
home managers, nurses, care staff and senior care staff often gave the 
requirements of “The Care Inspectorate” as an explanation of why work 
happened as it did in care homes when asked. For example, when I asked the 
care home manager how care reviews came to be held six-monthly he said 
“The Care Inspectorate want it that way”, when I asked the SSCWs about 
what education was needed to work in that role said “The Care Inspectorate 
(and the Scottish Social Services Council) tell us what we need to have”. 
Therefore, to explore how ruling power was exerted through the practices of 
textual surveillance that held the RCH staff to their ruling requirements I 
followed the threads of social organisation into the work processes of the Care 
Inspectorate.  
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In an attempt to comply with authorised knowledge about how to care 
for people who were sick and dying - learned at palliative care educational 
projects/events, and embedded in the pre-inspection (and inspection) 
documentation of the Care Inspectorate (outlined below) - the RCH manager 
carried out regular audits of residents care files. As I will demonstrate, this 
was an audit of those textual processes and practices that could be matched 
to pre-inspection documents of the Care Inspectorate rather than an audit of 
residents’ actual experiences of living and dying in the care home. The audit 
checked for the presence and completion of: DNACPR form; Anticipatory Care 
Plan; Care plan and Outcome Reviews; Carer Involvement Reviews; and a 
Summary of Care and Activity Information (Appendix 51). If any of these 
documents were missing, the RCH manger would discuss the omission, and the 
requirements of the Care Inspectorate, with the SSCW at their next 
supervision/performance review meeting. There were also regular care file 
audits carried out by other managers from the wider care home company as 
an additional quality assurance measure. If any of the above documents were 
missing, the auditing manager would highlight the omission to the on-site 
manager, who would discuss it with the accountable SSCW. Therefore SSCWs 
knew the presence or absence of a DNACPR form was something the care home 
management, the care home company, and the Care Inspectorate inspector, 
looked for during audits and inspections of residents’ care plans.  
6.3.1 Inspecting the quality of palliative care – “a care home is a care home” 
To learn more about the inspection process of the Care Inspectorate I asked 
the CIHA to describe how it was carried out: 
The CIHA participant reported: 
263 
 
 I know there are resource implications, but for us a care home is a 
care home. Whether it’s residential or nursing it will be inspected 
in the same way. The inspection should be the same. I would expect 
people to have the same care. We need to…because, for example, 
anticipatory care planning would be just as relevant in a residential 
care home as a nursing home...people take ill in a residential care 
home…so our expectations are the same.  
This participant knew: the actuality that “people take ill in residential 
homes”; that on a human level people should have access to the “same care”; 
and that there are “resource implications” in relation to providing the “same 
care” for everyone. This section will explore the way in which the ruling 
relations of the inspection process – where “a care home is a care home” and 
“our expectations are the same” – consistently subordinated the SSCWs 
knowledge to the dominant professional knowledge and the policy frameworks 
in which living and dying was organised - as a means of achieving a good 
quality grading. The point is not that there is anything unusual or malicious in 
attempting to achieve a high quality grading, but that subordinating their 
knowledge of residents and family members did not always serve the actual 
needs of the embodied human beings that SSCWs attempted to support, nor 
did it always serve their own needs of support from medical (and nursing) 
colleagues. 
The CIHA participant continued: 
 The service provider will be sent a self-assessment form (Appendix 
38). It’s quite a detailed form… a massive document. [The manager] 
will assess [their service] against the quality themes and quality 
statements [in the self-assessment document]…so we have a picture 
before we go. And we also have grades …they can tell us how they 
grade themselves as well.  
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They also have the annual return, an electronic annual return, an 
inspector would look at that…there’s a lot of information they’ve got 
to provide to us…it gives them a steer to what we are looking for in 
the inspection (Appendix 40).  
The inspection would be an unannounced inspection done by…expert 
teams, which should be older people’s teams. When an inspection 
happens the inspector would look at the self-assessment and say “Oh, 
they work closely with the hospice…they’ve had education…whatever 
they want to tell us…so that gives us a kind of steer for when the 
inspector gets out.  
We [as advisors] don’t make up [the inspection] documents…but when 
it was being consulted upon…I tried to say something about life-
limiting conditions specifically so they were reported on. But, 
remember there’s a number of advisors and we all want to see our 
speciality promoted. Infection control wants to see that in self-
assessment, nutrition wants to see nutrition.  
[In terms of “palliative care”] the inspector would look at the “quality 
of care and support”, which is 1.3. And what I tried to get in for 
palliative care specifically is 1.8, which is the statement about people 
living with life-limiting conditions…we ask questions about DNACPR, 
and where they get their palliative care education from.  
The CIHA participant knows; that the lived experience of older adults living 
and dying in care homes, both RCHs and NCHs, is broken into multiple 
measurable units so it can be assessed, inspected, reported and graded by the 
Care Inspectorate’s work processes; that the pre-inspection documents give 
care home managers “a steer” towards what is expected by the Care 
Inspectorate; that each of the CIHAs has been consulted about how the 
assessment documents have been constructed; that all of the CIHAs want “to 
see our speciality promoted” in the reporting process; and the way the care 
home manager completes the required forms gives the Care Inspectorate 
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inspector “a steer” about what should be focussed on during the on-site 
inspection..  
In relation to the conceptual practice of palliative care, the RCH manager 
was required to submit data on work categorised as advance care 
planning/palliative care work through an online annual return form (Appendix 
40) and an online self-assessment form (Appendix 38). These forms are 
standard across care homes in Scotland, those with nursing and those without 
– “a care home is a care home…they will be inspected in the same way”. 
Inspecting care homes in the same way, using standardised textual practices 
and forms takes no account of the actual experience of older people living 
and dying in care homes where those in NCHs had access to on-site nurses and 
an NHS Care Home Liaison Team (Chapter Five) and those in RCHs did not. 
The inequitable staff mix and level of NHS support may offer an explanation 
for why the RCH’s quality grade had started to slip. To explore this slippage 
further, the inspection process could benefit from a more focussed inquiry 
using the principles of IE to understand how external factors influence and 
direct the award of quality grading by the Care Inspectorate.  
 According to the CIHA participant, the self- assessment quality grading 
around palliative and/or end-of-life care was associated with the following 
two quality statements and questions:  
Quality Statement 1.3 We ensure that service user's health and 
wellbeing needs are met  
Quality Statement 1.8 Living with life limiting conditions is viewed as 
an integral part of life in this care home.  
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Sources of evidence and information that were required from the care home 
in relation to these statements were: 
 Policy and procedures on care of dying, death and bereavement. 
 How do you ascertain the service user’s and family’s wishes for care at 
the end-of-life?  
 How are staff supported to feel confident to discuss end-of-life issues with 
relatives and family?  
 How do you implement the national care standards on support and care in 
dying and death?  
 What has been implemented in your care service in relation to end-of-life 
care from the best practice guidance document Making Good Care 
Better: National Practice Statements for General Palliative Care in 
Adult Care Homes in Scotland by the Scottish Government and the 
Scottish Partnership for Palliative Care?  
Embedded in these questions is the institutional discourse of biomedicine and 
palliative care where speaking to people about their medical conditions and 
how those conditions are expected to progress and conclude in death is 
considered as the best course of action. Also considered correct is to be told 
that the options for curative treatment are now limited or exhausted meaning 
quality of life issues may now be paramount. To achieve quality of life people 
need to avoid becoming subject to over-treatment or under-treatment on the 
way to death, this requires intentional focus and planning if disease related 
and medical intervention related suffering is to be reduced. Also embedded 
in these questions is what McCoy (2006: 123) refers to as: 
…the health consumer discourse with its emphasis on the informed and 
assertive patient who makes treatment decisions based on good 
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information and a careful assessment of advantages and 
disadvantages. 
The discourse of palliative care and health consumerism is also evident in the 
Making Good Care Better (Appendix 39) (Scottish Executive, Scottish 
Partnership for Palliative Care 2006) document which makes frequent 
reference to the expectation that care home staff will discuss a range of 
sensitive and complex issues including: current and future palliative care 
needs; current and future palliative care plans; concerns residents may have 
about their palliative care needs; feelings of residents around the implications 
of changes they have experienced as a result of their palliative care needs; 
quality of life issues the resident may have as a result of their palliative care 
needs; and resident wishes if the place of care needs to change due to 
changing/increasing care needs that cannot be managed in the current 
setting. The practice statements state that discussions about such matters 
should be included in the resident’s care plan.  
Most of these topics were discussed with family members in the 
“serious illness” section of the care review meeting. However, they were 
complex issues for SSCWs to raise, discuss and action without the reliable 
support of NHS doctors (and nurses) – on whose professional knowledge RCH 
staff depended as residents inevitably became sick and died. As discussed in 
Chapter Five, community based medical and nursing care was not solely based 
on RCH staff or resident need, but influenced by a complex mix of ruling 
textual practices around remuneration for medical work and historical 
classifications of care needs and care settings (Chapter Five). Additionally, 
care in the RCH was socially organised to keep residents in the RCH rather 
than transferring them to a NCH as they inevitably deteriorated and died – 
268 
 
“home for life” policy. And it was being socially organised by those beyond 
the RCH to keep residents out of the hospital – e.g. the social organisation 
ACP Project Work (part one of this chapter) drew SSCW into particular kinds 
of discussions about “serious illness” with family members focussed on 
“anything that required a person to go to hospital.” These discussions about 
“serious illness” with family members were inevitably “difficult” for SSCWs 
during care review meetings and at other times in light of the actuality that 
few people did change their place of care due to changing/increasing care 
needs – even when that may have been a more supportive course of action 
(such as in Vignette 1 and Vignette 2).  
Making Good Care Better (Appendix 39) (Scottish Executive, Scottish 
Partnership for Palliative Care 2006) also makes reference to the expectation 
that care home staff will work jointly with GPs. The expectation is that care 
home staff will: access GP support; take responsibility for assessing and 
reporting symptoms that may be interfering with a resident’s quality of life 
to her/his GP; and discussing medication issues with GP. The self-assessment 
document points to the Making Good Care Better (Appendix 39) (Scottish 
Executive, Scottish Partnership for Palliative Care 2006) document to outline 
what was recognised (and measured) as good practice around palliative care 
in care homes. Both documents state that care homes should be held 
accountable for providing evidence of engagement with GPs around accessing 
GP services to deliver palliative and end-of-life care. However, there is not 
an equivalent scrutiny of GPs accountability to care homes around the 
provision of such services; nor is there any requirement that GP practices 
demonstrate engagement with care homes attempting to comply with the 
Making Good Care Better (Scottish Executive, Scottish Partnership for 
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Palliative Care 2006) practice statements or any other standards or policy 
documents. This means that the RCH staff at the research site were being 
held accountable to the Care Inspectorate for matters that were beyond their 
control, such as the scheduling and distribution of medical resources 
including: the time and attention of the doctor, the sequence and/or shaping 
of medical consultations, including whether the doctor would come to the 
RCH or “triage” requests for support and conduct a consultation by phone; 
and how s/he would use her/his professional knowledge and authority to 
either sanction and/or with-hold treatments. 
In relation to the DNACPR form, the CIHA participant reported that: 
With DNACPR, what we want to know is: do they [care homes] have a copy 
of the national policy; do they have access to it; are they going to look at 
how they’re going to implement it [the policy]; are they engaging with 
GPs about DNACPR; do they know where to look for the DNACPR [form] 
when the person gets admitted; where are the [forms] kept - they should 
be at the front of the file…Now inspectors know that when they look at 
care files, it should be in the front of the care file… 
We’re not discussing the decision…What we look for is that staff are aware 
of the policy, and they know to try and look for the form, and to see if 
they are signed and completed… 
A copy of the online annual return form was provided by the CIHA participant. 
The annual return form required answers to the following questions under the 
category of palliative care: 
1. Do you have a copy of the NHS Scotland “Do Not Attempt Cardiopulmonary 
Resuscitation (DNACPR) Integrated Adult Policy (2010) Yes/No 
2. Have you implemented the NHS Scotland “Do Not Attempt  
Cardiopulmonary Resuscitation (DNACPR) Integrated Adult Policy (2010) 
Yes/No 
270 
 
3. If yes, when was the above DNACPR policy implemented in your service? 
DDMMYYYYY 
4. How has the DNACPR policy been implemented in your service? Please 
describe any education and training provided and who delivered the 
education. The dates on which the training and education was provided 
should also be included. 
5. When did you last review any local DNACPR policy? 
6. How many of the residents who died in your care home between 1 January 
and 31 December had an NHS Scotland DNACPR form? (Appendix 40) 
Crucially this part of the inspection process takes no account of the actual 
DNACPR discussion – e.g. whether a medical assessment has been undertaken 
before discussions with patients or proxy-decision makers take place, who 
initiates the discussion and under what circumstances etc. Nevertheless, the 
CIHA participant knows that “they” – care home staff as a group – are expected 
to engage with GPs about the form, rather than GPs being expected to engage 
with care home staff about the form. There is a disjuncture between this 
expectation and the Do Not Attempt Cardiopulmonary Resuscitation 
(DNACPR) Integrated Adult Policy (2010:13) which states: 
The overall responsibility for making an advance decision about CPR 
rests with the senior clinician (doctor or nurse) who has clinical 
responsibility for the patient during that episode of care. This will 
usually be the medical consultant (in General Hospitals) or the General 
Practitioner (in the Community based Hospitals, Care Homes or the 
patient’s home). However, it is also reasonable for other grades of 
experienced medical staff and experienced senior nursing staff to take 
responsibility for this decision provided that they accept that they 
have clinical responsibility for the patient during that care episode. It 
is appropriate that the decision that CPR should not be attempted 
should be made in consultation with other members of the care team 
such as medical colleagues including general practitioner and senior 
nursing staff. For hospital inpatients Junior Doctors with full GMC 
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licence to practise can sign the DNACPR form but the decision must be 
fully discussed and agreed with the responsible Senior Clinician who 
should then sign at the next available opportunity. Junior doctors 
without full GMC license to practise (i.e. Foundation Year 1) should 
not make this decision. 
In the RCH under study the staff group “engaging with GPs” were SSCWs, who 
are neither doctors nor nurses - experienced, senior, or otherwise.  The work 
related to this engagement was to: bring up the topic of DNACPR and the 
DNACPR form with family members; to ask family members to make a decision 
on whether they wanted the form or not; to manage the family distress and/or 
anger in relation to being asked about this form; to contact the GP surgery 
and negotiate time to speak to the GP with the receptionist; to negotiate with 
the GP to obtain a signed and completed DNACPR form for individual 
residents; to collect a completed form to put in the resident’s file. It was also 
SSCWs who were socially organised to keep raising the topic of the DNACPR 
form at six-monthly review meetings if family members would not or could 
not agree to the form, and it was SSCWs who had to answer to answer to the 
care home management if the form was not in the resident’s notes.  
From the questions and statements in the self-assessment form, the 
annual return form and the palliative care practice statement document 
Making Good Care Better (2006) it becomes clear that to obtain a good quality 
grade from the Care Inspectorate, the RCH manager must be able to provide 
the Care Inspectorate inspectors with the textual “evidence” they are looking 
for. For example, according to the CIHA, links with authorised palliative care 
educators would be viewed favourably by the inspector reviewing the form 
during the pre-inspection process - “Oh, they work closely with the 
hospice…they’ve had education”. Working “closely” with, and having “had 
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education” from, hospice based educators – such as myself – demonstrated 
that care home staff had exposure to the authorised, and therefore 
supposedly correct, way to care for a dying person. The RCH manager was 
held accountable for ensuring the DNACPR policy had been implemented, that 
education about that policy had been undertaken, and that DNACPR forms had 
been completed and were in residents’ care plans. The link between the 
auditing process of the Care Inspectorate and the quality ranking awarded to 
the RCH was crucial to the enforcement of the DNACPR policy. This link also 
made participation in both the ACP Project and the SPAR Project attractive 
options for the RCH manager who was keen to demonstrate engagement with 
the DNACPR policy to the Care Inspectorate in an attempt to maintain the 
RCHs grading and reputation as a high quality service provider. According to 
the RCH manager, being counted as successful in this textually mediated 
quality ranking work was becoming harder and harder to achieve. 
6.3.2 Authorised knowledge, getting the right answers, and the production of inevitable 
differences and frustration 
Having the right answers to the questions posed in the pre-inspection process 
was important to the RCH manager who knew that wrong answers would invite 
further questioning and scrutiny during the on-site inspection. According to 
the CIHA, looking over the data supplied by care home managers in the 
required forms was important to the inspector before the actual inspection 
took place because it influenced what the inspector would pay attention to 
during the inspection. For example, if there were any concerns about lack of 
engagement with palliative care education, or implementation of the DNACPR 
policy etc., the inspector could initiate an additional level of scrutiny under 
the category of palliative care. The CIHA explained:  
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There’s a lot of demands on inspectors. And we [as advisors] are well 
aware of that. Because it’s not just our health topics, there’s other 
issues that need to be looked at in inspection. Like environment and 
building and staffing levels…they’ve got a heap of demands placed on 
them in the short time that they have to inspect the service. But we’ve 
got to keep health in there. So, we thought, “Would a trigger tool 
help?” (Appendix 41) We consulted on that, then we worked on making 
up our trigger tools, so when they go out to do the inspection, they 
would have written guidance in the trigger tools …it helps them know 
what to look for…like discussions, with GPs, with relatives…about 
wishes at the end-of-life…because remember the [inspectors] don’t 
have expert knowledge in each of our topics, so I’ve got to consider 
what does the inspector know about anticipatory care planning.   
This means that care homes could become subject to a further level of 
scrutiny - guided by the Palliative and End-of-life Care Trigger Tool (Appendix 
41). In Section 7 of the trigger tool inspectors are asked to look for evidence 
that advance and anticipatory care planning topics are being discussed. 
Evidence could include reports gathered during the inspection on how service 
users, relatives and carers were involved in planning a person’s care. Section 
7 of the tool has links to The Advance and Anticipatory Care Planning Toolkit 
on the NHS Education for Scotland website which links advance care planning 
with DNACPR decisions. In section 8 of the trigger tool, inspectors are asked 
to look for evidence that a person’s resuscitation status is being 
considered/discussed and documented. It asks inspectors to ask staff if care 
home staff know how to access the Integrated Adult Policy on DNACPR. It asks 
inspectors to check the care home’s education and training records to see 
what education and training has been provided about resuscitation decisions. 
It asks inspectors to find out if there are facilities available for staff to access 
policies and educational materials on resuscitation and DNACPR. Finally, 
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Section 8 asks inspectors to find out if staff are able to access first aid 
training. These questions and prompts to the Care Inspectorate inspector are 
firmly embedded in the authorised knowledge of the conceptual practice of 
palliative care. For example, the CIHA reported that: 
[To develop the tool], we [gather] everything that is out there on best 
practice. That’s a troll through the websites – for example, the 
Scottish Government web-site…the NES web-site, the Scottish 
Partnership web-site. I’d tap into the…health board web-sites to see 
what they are recommending…because what you use in Grampian is 
not necessarily the same as you use in Glasgow or what you use in 
Lothian. All the health boards are at different stages and what they 
use as tools, so we tap into what they currently use. And then we use 
our contacts…and I try to attend all the conferences I can…I go down 
to England as well…then I sit down and write the trigger tool…“After 
I write it goes to the health team then it goes through a process for 
sign-off. It would go to my line manager and then to the 
communications team who stylise all our documents now. Then it went 
to the executive team and they would decide if it’s beneficial or the 
right approach…The last one got sent back to me because it didn’t have 
enough human rights and it wasn’t outcome-focussed enough…The 
tools were probably more process focussed before…that’s not in 
vogue now…it has to be outcome focussed. In the past it would have 
been “Do you have this form” “Have you sent people to education”…At 
the same time I’m still wanting the inspector to go into the process 
bit of it…  
This participant’s account demonstrates the taken for granted way in which 
abstract nature of this authorised knowledge about advance care planning, 
palliative care, and the DNACPR form make their way into the care home 
inspection process – through ruling policy documents and authorised education 
sources etc. It demonstrates how this abstract knowledge makes its way into 
audit texts and these audit texts stand in for what actually happened in the 
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RCH. This account also demonstrates how the conceptual practice of advance 
care planning, palliative care and the DNACPR policy and form are linked and 
brought together in the consciousness of the care home managers completing 
the required pre-inspection documentation and answering questions during 
the on-site inspection. In other words, the work of completing the required 
forms gives the managers “a steer” as to what is expected by the ruling body 
of the Care Inspectorate.  
The inspection documents are the same – no matter what Health Board 
the Care Inspector works within, no matter the staff group who work in the 
care home, no matter the support those staff are able to access from NHS 
doctors and nurses. That “the expectation” and the inspection documents of 
the Care Inspectorate are the same but the care settings are different 
produced an inevitable frustration in the RCH manager(s) in this study – 
“things are changing with the Care Inspectorate…SSCWs need to do it…we 
need the form…but it’s a concern with some of them” My analysis of that 
frustration is that the RCH mangers were being placed in a difficult position 
by being held accountable for matters beyond their control, in relation to the 
scheduling and distribution of medical services described above and also to 
provide evidence to the Care Inspectorate that the “same service” was being 
delivered in the RCH as that being delivered in NCHs in the area. In my view, 
this is an unreasonable expectation, because while the staff group working in 
RCHs had not changed other factors had. For example, residents: were more 
frail on admission to the RCH; were rarely moved to a NCH when their 
condition deteriorated; families were discouraged from considering admission 
into an NHS hospital; and RCH staff needed “quite regular” support from GPs 
which could now be “triaged” and offered by telephone rather than in-person 
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support. In relation to the DNACPR form, needing “the form” to demonstrate 
quality in the provision of palliative care to the Care Inspectorate inspector 
was a ruling practice. The auditing process of the Care Inspectorate pressured 
the care home manager to insist that SSCWs to carry out work that the DNACPR 
policy recognises as the responsibility of senior doctors and nurses. 
Furthermore, residents in NCHs had direct access to: professional nurses with 
professional nursing knowledge working on-site; and the option of regular 
weekly input and support from the NHS Care Home Liaison Team, with 
professional nursing knowledge and knowledge about how to get access into 
the wider NHS system. Residents in the RCH had access to neither because 
the care home was classified as a social care setting – and District Nursing 
services had to be negotiated on the basis of recognised nursing needs. This 
means that falling Care Inspectorate grades attributed to the RCH in relation 
to what is measured as palliative and or health care could more reasonably 
be attributed to a lack of quality healthcare support from the wider 
healthcare system rather than lack of quality care for sick and dying people 
on the part of the RCH staff.   
The CIHA account also demonstrates how authorised knowledge about 
topics related to the conceptual practice of palliative care become linked in 
the consciousness of the inspectors reviewing that documentation and 
carrying out the inspection – inspectors who often “don’t have expert 
knowledge” about the care of people who are sick and dying; who have “heaps 
of demands” placed on them by the Care Inspectorate management; and who 
have “limited time” to carry out their inspecting work. This part of the 
account also highlights a disjuncture between the CIHAs knowledge about the 
actuality that most inspectors “don’t have expert knowledge” about practices 
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associated with what is measured as palliative care, and his expectation that 
inspectors will “go into the process bit of” inspecting how people who are 
sick and dying are cared for in care homes. This expectation is out of 
alignment with the reality that Care Inspectorate inspections are based on the 
textual representation of work in the RCH, rather than actuality of work with 
older adults in need of long term care. The inadequacies of the text-mediated 
knowledge generated by the Care Inspectorate’s audit processes are different 
to how the CIHA understands those inadequacies. In other words, inadequacies 
are not produced by the inspectors’ abilities or how much time they have, 
rather problems are routinely produced by the kind of abstract knowledge the 
audit process relies on and produces. Furthermore, although these textual 
processes restrict and distort what is known about the actuality of living and 
dying in care homes this kind of abstract - but authoritative - knowledge is 
what administrative and policy decisions are often based on.  
As highlighted, SSCWs knew that talking about the DNACPR form was 
upsetting and something they dreaded, but had to do. They also knew that 
some family members were not able or willing to think and talk about the 
death of someone they have cared for/about – particularly when the outcome 
of that conversation was the perceived withdrawal of life-sustaining support, 
“mum has a lot of life to live”. Making judgements about the quality of care 
on the basis of yes/no answers about the presence/absence of specific 
documents such as the DNACPR form gives no recognition of the disjuncture 
between the SSCWs need to have “the form” - to prevent a traumatic death 
experience for residents (Vignette 3); to follow the guidance of experts in the 
care of people who are dying (Chapter Six: Part One); and to be deemed 
competent by their management - “they need to do it” (Section 3.2.6.1) - 
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with the lack of support they could expect from the “senior clinician” in 
charge of the resident’s case - who typically asked SSCWs “what do the family 
want” (Chapter Five).  
 Map 7 offers a pictorial representation of how authorised knowledge 
about the conceptual practice of palliative care entered and subsumed 
working practices at the research site. It highlights how SSCWs’ were socially 
organised to generate evidence of compliance with policies and regulations 
to assist the RCH manager(s) to meet the requirements of the quality award 
generating body - the Care Inspectorate. And did so in a way that took no 
account of what actually happened when residents were sick and dying in the 
RCH. 
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MAP 8: Organising SSCWs to generate evidence of compliance with policies and regulations  
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At this point it is worth noting that none of the SSCWs (or managers) I 
interviewed for this study has remained in post two years after the research 
interviews took place. One SSCW was rapidly promoted into management as 
a result of a period of internal disruption within the care home and has 
subsequently taken a management role at another care home, the other three 
have left care home work for older adults’ altogether due to work-related 
stress. The manager, after being in post for almost 20 years, also left after a 
period of work-related stress related sick leave. This resulted in three interim 
managers running the service for six month spells each before a new manager 
was appointed. The deputy manager also left the service to transfer to an 
educational post within the same organisation because this was considered a 
less stressful role. This level of disruption was unexpected, as one of the 
reasons I chose this RCH to be the research site was the long-term stability of 
the staff group – along with the previously consistently high quality grading 
attained by this service. That all but one of the staff left RCH work for stress 
related issues seemed significant. The production of stress among RCH staff 
is a further issue which could benefit from a study using the principles of IE.  
6.4 Chapter Summary 
The analysis in this chapter shows that there were many efforts to induce RCH 
staff to participate in practices related to the work of discussing “serious 
illness” and the DNACPR form that would have the effect of preventing sick 
and dying residents from being admitted to NHS hospitals. It has highlighted 
that Government policy and funding drives to promote advance care planning 
in care homes had recruited (non NHS) palliative care facilitators, (non NHS) 
palliative care educators and (non NHS) care home staff to engage in work to 
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reduce NHS costs. The involvement of these groups included undertaking work 
to reduce hospital admissions by keeping residents in the (non NHS) care 
homes rather than sending them to the NHS hospital to die. That residents 
should die in the care home rather than the NHS hospital – with a completed 
DNACPR form - was the desired institutional outcome of this 
auditing/inspecting process. This was despite the actuality that: dying in the 
RCH was not always peaceful nor comfortable for residents; dying in the RCH 
was not always manageable by RCH staff without medical and nursing support 
and; NHS medical and nursing support to the RCH was often unpredictable and 
insufficient.  
As demonstrated in the Vignettes, SSCWs in this study were dependent 
on the support of GPs (and community based NHS nurses) to care for sick and 
dying residents. However, SSCWs had little power over doctors (and nurses) 
working practices – indeed they were excluded from the support of the NHS 
Care Home Liaison Team’s services on the grounds the RCH was a “social care 
setting”.  This dependence placed them, and other RCH staff, in position of 
tension between: 
 the needs of frail older adults who would inevitably die; 
 the social organisation of work in the RCH; 
 the ruling practices of the Care Inspectorate (and the Scottish 
Government); 
 the social organisation and distribution of NHS resources; 
 and the complexity of working with the needs/obligations/relations 
of ruling of the older person’s family members acting as proxy-
decision maker.  
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This chapter also uncovers how Care Inspectorate audits and 
inspections acted as a form of surveillance of care home compliance with 
DNACPR policy that took no account of the actuality that the DNACPR 
Integrated Adult Policy (2010) acknowledged discussions and decisions about 
DNACPR were the responsibility of experienced/senior doctors and 
experienced/senior nurses. To obtain a high quality grade from the Care 
Inspectorate, and to maintain the reputation of the RCH as a service and as a 
business, the RCH manager was given a “steer” toward providing evidence 
that staff in the RCH had implemented the policy, attended education about 
the policy, and engaged GPs in discussions about DNACPR forms so they could 
report how many residents had died with a DNACPR form during the previous 
year.  While GPs were “quite regular” in responding to requests for help from 
the RCH staff (by phone consultation and/or by in-person consultation), they 
were not “quite regular” in their involvement with discussions or decisions 
about the DNACPR form for RCH residents – where SSCWs got “the ball 
rolling”. Rather GPs were regularly pulled into other kinds of (income 
generating) “paperwork…and meetings” (Chapter Five) at their GP surgery.  
The following chapter pulls the analytic threads uncovered in this 
research together to highlight the ruling practices that acted as the ground of 
SSCWs experience of work with the DNACPR form. It remains in the standpoint 
of SSCWs to offer some key conclusions and recommendations.  
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Chapter Seven: Putting it all together: ruling concepts and 
practices, explanations and conclusions 
7.1 Introduction 
This research took the standpoint of SSCWs working in RCHs – an important 
but under-represented group of care workers, about whom little is published 
in the authorised literature. The SSCWs who participated in this study 
supervised, organised and participated in meeting the everyday needs of a 
group older adults with dementia. Meeting those needs included serving 
breakfast, giving baths, and making “regular” calls to the doctor for help 
when those in their care were sick and dying. It also included ordering 
birthday cakes, organising the medication cupboard, and caring for family 
members as the lives of residents drew to an end. This work, known as 
“running the shift” mostly took place in the background. It ensured that 
broken door handles were fixed, and resident’s files were managed and 
organised, and relief staff were paid. It also ensured that regular 
conversations with family members about “serious illness” and the DNACPR 
form occurred, despite the authorised position that key aspects of this 
conversation were the responsibility of the “senior clinician” in charge of 
resident’s care – typically the resident’s GP.  
My research question – how had SSCWs work become tied into the medical, 
legal and bureaucratic practices that rule death, dying and DNACPR decision-
making in Scotland’s RCHs – focused on uncovering how SSCWs working lives 
were socially organised in ways that routinely produced puzzling and troubling 
experiences around lack of medical (and nursing) support. I chose to inquire 
into the social organisation of SSCWs work with the DNACPR form because it 
represented an extreme example of the “abandonment” that SSCWs felt and 
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described. It also pointed to serious problems and contradictions present in 
SSCWs working lives – and by extension in the lives the RCH residents.  
As a result of taking this standpoint and adopting this focus, my study has 
mapped the social organisation of care review meetings where SSCWs were 
“pushed” into discussing “serious illness” and the DNACPR form with legally 
appointed family members granted decision-making powers (Chapter Three). 
It has shown the discourse of palliative care as a powerful and taken for 
granted enacting feature of social organisation taken up by those in and 
beyond the RCH to organise care till death in the care home - with a DNACPR 
form - rather than sending residents to the NHS hospital (Chapter Four). It has 
uncovered the social organisation of medical and nursing services that limited 
- or excluded - services to residents in the RCH thereby producing inequalities 
between RCH residents and other community dwelling older adults (Chapter 
Five). It has traced the social organisation of policy oriented education and 
surveillance work which induced SSCWs to take up the work of advance care 
planning and the DNACPR policy for institutional rather than person-centred 
purposes (Chapter Six). And it has linked compliance with the work of advance 
care planning and (aspects of) the DNACPR policy in the RCH with the quality 
grading awarded by the Care Inspectorate – which RCH staff knew had the 
potential to impact the reputation and income generating potential of the 
RCH as a service and as a business (Chapter Seven).  
This chapter will now summarise how the experiences of SSCWs were 
organised by people taking up the discourse of palliative care and other ruling 
concepts and practices. It will offer a different explanation for the problem 
of “poor care” among dying people in care homes than the typical reasons 
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offered – i.e. lack of knowledge, skill and/or compassion among staff. It will 
challenge the prevailing problems in taken for granted ways of knowing and 
acting.  
The thesis will conclude by: stating the original contribution to knowledge 
produced by this research; commenting on the significance of this knowledge 
and the method of inquiry; and highlighting important areas for further 
research – which I recommend should be carried out from a non-ruling 
perspective. 
7.2 The discourse of palliative care and other ruling concepts and policies as 
powerful organising features in and beyond the RCH 
The SSCWs worked in a setting which employed no nurses or doctors. This 
meant staff and residents were entirely dependent upon NHS medical and 
nursing support to manage all aspects of illness and dying in the care home. 
However, despite the actuality that staff and people living in the RCH needed 
“quite regular” support from medical (and nursing) staff as residents’ health 
deteriorated and they died, the level of support available to staff and 
residents was insufficient. This left SSCWs feeling “abandoned” to manage 
aspects of residents’ living and dying that they recognised as being beyond 
their knowledge and skill set – which resulted in unrelieved suffering in 
sickness and death among residents’, and their families. 
 SSCWs were expected to work in such a way as to smooth over and absorb 
historical and more recent changes taking place in and beyond the RCH. For 
example there had been changes in what made older adults with dementia 
“suitable for us” allowing frailer people to enter the RCH to “keep beds 
filled”. There had been changes in what was expected of staff at the RCH as 
a result of the “home for life” policy and the work of those “trying to prevent 
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hospital admissions by restructuring care”. The combination of these and 
other ruling practices meant that it was rare for people to be transferred to 
other (potentially more suitable) care settings as their health inevitably 
declined and they died.  
Changes had also occurred in what the Care Inspectorate considered 
quality care. For example, the inspection process of the Care Inspectorate 
now required specific information about: DNACPR forms; the implementation 
of the DNACPR policy; and staff education on this policy – among other aspects 
of care categorised as palliative care and advance care planning.  
The discourse of palliative care and the DNACPR policy were uncovered as 
powerful organisers of people’s activities in this research. The discourse of 
palliative care and the DNACPR policy were taken up by SSCWs who worked 
to obtain a signed DNACPR form in their personal file of residents. It was 
essential for residents to have a DNACPR form to protect them from the 
automatic application of CPR when their heart and breathing inevitably 
stopped. It was also essential to have the DNACPR form so SSCWs could be 
seen as competent workers by the care home manager – who needed DNACPR 
forms to comply with the Care Inspectorate surveillance process – “things are 
changing with the Care Inspectorate and things…we need the form…they 
[SSCWs] need to do it [discuss the DNACPR form with family members]. To 
obtain a DNACPR form SSCWs said they had been “pushed” into accepting the 
responsibility for asking family members to consent to a DNACPR form - as a 
result of “recent trainings…and things”. This conversation between SSCWs 
and family members constituted a clear disjuncture between the authorised 
position that it is “an unnecessary and cruel burden to ask…relevant others 
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to decide about CPR when it is not a treatment option” (Scottish Government 
2010: 10) – which for many RCH residents it was not - and the actuality that 
families thought they were being asked to make a life or death decision for 
their relative – “do all you can” and “she has a lot of life to live”. The 
conversation about the DNACPR form between SSCWs and family members was 
also clear disjuncture between the actuality of DNACPR decision-making in 
the RCH and the authorised view in the DNACPR policy which stated that that 
decisions and discussions about DNACPR are the responsibility of the “senior 
clinician” in charge of that resident’s care – in the case of RCH residents, the 
“senior clinician” is the residents’ GP. However, while what happened in the 
RCH was out of step with the DNACPR policy, it cannot be simply described as 
an error of practice because this research has demonstrated how happenings 
in the RCH were socially organised experiences concerted with and connected 
to the conceptually informed knowledge based work taken up by those in and 
beyond the RCH. 
The discourse of palliative care and the DNACPR policy were taken up by 
care home mangers who sent SSCWs to “palliative care education” sessions 
where the authorised view on the best and most correct way for care home 
residents to die was re-enforced by palliative care facilitators - through their 
ACP project work to promote the My Thinking Ahead and Making Plans 
document and the national DNACPR policy. It was taken up by management 
groups within the Community Health Partnership’s as they tracked the number 
of care homes engaging with the ACP project and its associated documents. 
It was taken up by representatives from those management groups when they 
reported their numerical data to the Health Board and the Scottish 
Government. Working in this way assumes the problem of poor experiences in 
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dying among care home residents is simply or inevitably attributable to lack 
of education among care home staff. Although limited education may be a 
contributing factor, this research has demonstrated the way problems are 
produced is also as a result of particular, unquestioned, taken for granted, 
knowledge based ruling practices. 
Knowledge based ruling practices informed by the discourse of palliative 
care and the DNACPR policy were taken up by care home managers when they 
pressured SSCWs to initiate “difficult” conversations with family members 
who had legal decision making powers about how to manage “serious illness”, 
death and dying despite knowing that some SSCWs needed a lot of “guidance” 
with that conversation and that “it’s a concern with some of them”. It was 
taken up by care home managers when they audited the presence/absence of 
DNACPR forms in residents’ care files (and discussed the absence with SSCWs 
in supervision meetings) to demonstrate compliance with the authorised 
position on palliative care and DNACPR policy in the Care Inspectorates audit 
and surveillance processes. Care home managers participated in this audit and 
surveillance work in the hope of being awarded a high quality grade from the 
Care Inspectorate -as one means of guarding the reputation and income 
generating potential of the RCH, as a care setting and as business. 
The discourse of palliative care and the DNACPR policy were taken up by 
those who designed the Care Inspectorate audit/inspection/surveillance 
processes and awarded quality grades on the basis of that discourse. It was 
taken up when Care Inspectorate workers designed and then used the same 
inspection documents to inspect care in RCHs and NCHs to ensure that the 
“same care” would be delivered in the RCH as would be delivered in a NCH – 
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i.e. that residents would be cared for in the care home with a signed DNACPR 
form, rather than in the NHS hospital. This expectation took no account of 
the fact that as a RCH the research site had no nurses on staff, that medical 
support was limited, and that as a social care setting the RCH was excluded 
from the support of the NHS Care Home Liaison Nursing Team - “they are a 
social care setting…and we only cover nursing care homes”.  
Everyone interviewed for this study took up the discourse of palliative care 
in ways that organised RCH residents to remain in the care home - with a 
signed DNACPR form in their personal file - where they could be 
“comfortable” as they became sick and died rather than being 
“inappropriately” transferred to the NHS hospital. I want to emphasise that 
it is my personal view and the assumption of the theoretical framework of IE 
that on the whole people did their work in good faith and with good intentions. 
Nevertheless, because people are socially organised to work ideologically 
rather than experientially, well intentioned work informed by the 
conceptually informed discourse of palliative care and other ruling concepts 
and policies often took no account of the actuality that NHS medical and 
nursing support to the RCH was unreliable, that residents were not always 
“comfortable” when they died in the RCH, and that transfer to the NHS 
hospital may have been the only way for RCH residents to receive the medical 
and nursing attention they actually needed – making hospital admission 
entirely appropriate.  
Unfortunately for RCH residents, staff and family members, the dominant 
discourse that right way for care home residents to die is for them to die in 
the care home – with a signed DNACPR form - rather than the hospital was 
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also taken up by hospital staff – as found in the case of the woman in the last 
weeks of life and experiencing difficult symptoms from Vignette 2. RCH staff 
could not manage this woman without medical (and nursing) support. As a 
result she was admitted to hospital in pain and distress – two days later she 
was sent back to the care home with a letter from a hospital consultant 
recommending that she not be admitted to hospital again in the future, but 
cared for in the care home till death. This recommendation took no account 
of the actuality that RCH staff required medical (and nursing) support to care 
appropriately for this woman, and the medical support available to them up 
to that point had been limited to telephone conversations with her GP. This 
series of events acts as an example of the difficulties that arise when concepts 
and categories are taken up and enacted as relations of ruling which are 
present as unquestioned and prevailing ways of knowing about what is best 
that take no account of the actuality of the situation. This way of working 
placed this particular dying woman, her family and the staff attempting to 
care for her in a difficult and vulnerable position.  
7.3 The social organisation of long-term care for older adults and limited medical 
and nursing support to RCHs as alternative explanation for “poor care” in dying. 
The study traced how historically, in the 1990s, as a result financially driven 
moves to restructure NHS care, large numbers of people who had been long-
term NHS patients were “released” from NHS care settings into 
(predominantly) non-NHS care homes. This meant that the NHS was 
“released” from the financial burden of funding long-term care of those 
people and costs were transferred to: the Local Authority, the older adults 
themselves and/or a third party acting on their behalf. As a result, SSCWs 
worked in a RCH which had been set up to provide care for people no longer 
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eligible for long term NHS care, as such it was both a care setting and a 
business.  
SSCWs work in assessing residents for admission was tied into income 
generation work for the RCH - to “keep beds filled”. As a result of changes in 
the admission criteria, residents were less able on admission. As a result of 
the “home for life” policy they were no longer transferred to NCHs as their 
health inevitably declined. SSCWs took up the discourse of palliative care and 
the DNACPR policy to talk with family members about “serious illness” and 
get a signed DNACPR form into residents’ personal files to plan ahead for 
inevitable death. SSCWs work to talk about “serious illness” and the DNACPR 
form was tied into the surveillance and quality grading work of the care home 
manager and the Care Inspectorate. Compliance with what was discussed with 
family members about “serious illness” was related to the SSCW being seen 
as a competent worker by her/his manager. Competence in this aspect of 
SSCWs work was important to the care home manager because it was related 
to her/his ability to attain a high quality grading score from the Care 
Inspectorate inspector. Attaining a high score was important to the care home 
manager if s/he was to be seen as a competent worker by the management 
team of the care home company. This score was linked to the reputation and 
income generating potential of the RCH as a care setting and also as a 
business. 
After NHS long-term wards for older adults closed and people were 
“released” into the community, medical care for those now resident in care 
homes was “dumped on the General Practitioners budget”. In other words the 
increased medical “work-load” produced by increased numbers of (sick and 
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frail) older adults living in the community was not offset by increasing either 
the community based medical workforce or the community based medical 
funding. The study traced how GPs work with increased numbers of 
community dwelling frail older adults excluded RCH residents from GP 
remuneration for work categorised as palliative care and advance care 
planning under the QOF system. The study linked the way GPs were socially 
organised to take up the QOF with the wider institutional purpose of 
economising on NHS acute care by targeting those at risk of hospital admission 
for medical attention (and remuneration). As most care home residents did 
not have cancer and as care in the care home was organised to keep RCH 
residents out of the hospital those residents were unlikely to appear on the 
lists of patients to be targeted for this focused medical attention. The study 
linked the actuality that GPs were routinely absent from meetings where the 
DNACPR form was a feature with the actuality that “difficult visits…to 
difficult patients” always had to be made “at the expense of…other 
paperwork…and meetings”. The “paperwork…and meetings” of the QOF 
system socially organised GPs to attend to the (potentially) cost-saving work 
(to the NHS) of carrying advance care planning and palliative care “paperwork 
and meetings” in ways that excluded most RCH residents from medical 
attention. The “paperwork…and meetings” of the QOF system also socially 
organised GPs to generate necessary income for the GP practice – “points 
make prizes”. The system of payment for medical work as a GP is complex 
and fragmented, and so “money” and concerns about “work-load” and 
“difficult visits” and “paper-work…and meetings” all became “important” to 
the GP interviewed for this study, because these factors all impacted the 
income generating potential for the GP practice. It was important for GPs to 
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choose work on the basis of remuneration because GPs are “self-employed” 
workers with buildings, and heating bills and other employees to think about 
“funding” – they are not salaried NHS staff.   
Turning to nursing support, the value (and cost) of nursing care came under 
increasing scrutiny in the 1990s. As a result, what had once been recognised 
as “nursing care needs” were reclassified to become “social care needs” 
instead. This reclassification meant people categorised as having “social care 
needs” could be re-assigned to social carers rather than professional nurses 
as a more cost-efficient means of managing their everyday care needs. 
However, this move gave no recognition to the contribution of nursing: nor 
did it account for the way people actually experience living, aging, becoming 
ill and dying as a continuous whole rather than in compartmentalised episodes 
that can be variously parcelled out to more or less expensive care providers 
with no regard to what else is happening in the lives of those impacted by 
that experience. The study traced how the categorisation “social care” had 
become a ruling relation which excluded the RCH residents from the services 
of the NHS Care Home Liaison Team.   
Typically, knowledge, skill and compassion deficiencies (among care 
home, medical, nursing and government staff among others) are blamed for 
the problems of poor care in dying among care home residents. As a result of 
what has been traced in this research, an alternative explanation can be 
offered. This is because it has uncovered, explored and described how the 
working lives of those who participated in this study (SSCWs and others) were 
co-ordinated to care for residents in the care home – with a completed 
DNACPR form in their personal record - as they became sick and died rather 
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than sending them to the NHS hospital. It has also traced how community 
medical staff and community nursing staff from the Care Home Liaison Team 
participated in enacting the socially organised exclusion of most RCH residents 
from key aspects of medical and nursing support as they followed the QOF 
system and upheld the categorisation of “social care” as a means of 
identifying and engaging in appropriate work. It has also traced how staff in 
and beyond the care home took up the ruling concepts and policies - of “social 
care” and the discourse of palliative care and the “home for life” policy and 
the DNACPR policy and the QOF system - as they went about their ordinary 
every day work. In so doing they intentionally, but unknowingly, worked to 
create the “abandonment” that RCH research participants had described - 
and do so for institutional purposes, such as reducing the cost of NHS acute 
care, and maintaining the reputation and income generating potential of the 
RCH, and organising medical work in relation to the income generating 
potential for the GP practice.  
7.2 Conclusions 
Using the principles and practices of IE, I traced and mapped how SSCW local 
knowing of what was actually happening in the RCH was replaced by ruling 
knowledge and practices that ruled death, dying and DNACPR decision making 
in the RCH. I traced how the resident’s personal file and other texts became 
a technology of ruling as they were taken up by the SSCWs (and others) to 
organise and enact a conversation about “serious illness” and the DNACPR 
form with family members who had accepted legal decision-making powers 
over residents’ lives.  
Although what was discussed during that conversation was out of step both 
with the DNACPR policy and the actual needs of SSCWS, family members, and 
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residents for medical support, the conversation itself was not simply an error 
of practice. This is because the conversation was an event which had been 
textually planned, organised, and co-ordinated across healthcare institutions, 
professional groups, the regulatory body acting on behalf of the Scottish 
Government and the management and care staff of the RCH itself. As a result 
of the enactment of ruling concepts and practices this research has shown 
that discussions about “serious illness” and the DNACPR form in the RCH were 
not the sensitive, voluntary, patient-centred conversations between clinicians 
and decision-makers that the rhetoric about advance care planning suggests. 
Rather they were compulsory conversations between hesitant, often anxious 
SSCWs and poorly informed, often distressed family members that were driven 
by institutional purposes rather than individual wishes and needs.  
The explication of ruling relations that organised and co-ordinated the 
experiences of research participants in this study has traced and mapped, 
materially and empirically, that the social organisation of everyday life in (and 
beyond) the RCH is complex. It has also shown that what happened in the RCH 
extended beyond the boundaries of the RCH and the experience of any one 
person interviewed for this study. This is because what happened in the RCH 
was discursively organised by linked and co-ordinated ruling practices that 
existed across care settings, organisations and professional groups.  
The contribution made by the analysis in this study is to have shown how 
ruling concepts, theories and policies informed the work knowledge and 
discursive practices of everyone participating in this study (including myself). 
It has shown how RCH workers (and others) were hooked into authorised 
knowledge about how care home residents should be cared for in death in 
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ways which was so widely taken for granted that policy makers could rely on 
health and social care staff to take up their precepts. On the one side of the 
relation were theories and concepts found in policies, professional discourses 
and training that directed work in and to RCHs. On the other side were the 
experiences of the SSCWs (and residents, and families). In either case 
dominant theories and concepts accomplished the organisation of people’s 
experiences. In the RCH, people took up the theories, concepts and polices  - 
and their surveillance – to organise: what was required and what was recorded 
in the personal file of RCH residents; what was discussed between SSCWs and 
their managers, and what was discussed between SSCWs and residents’ family 
members. Beyond the RCH, people took up the theories, concepts and policies 
– and their surveillance - to organise: the education of RCH staff and the 
inspection of the RCH to monitor compliance with the discourse of palliative 
care and the DNACPR policy. Everyone who participated in this study 
(including myself) understood, and took for granted, that care in death for 
care home residents should be organised in advance, that death should take 
place in the care home rather than the NHS hospital, and that death should 
occur without the automatic application of CPR. All of which seems 
reasonable until it is recognised that this ideological standpoint determined 
how the world was framed (ideologically and experientially) for those who 
were living it. And that those who took up this ideological standpoint without 
reference to what was actually happening in the material world that they 
actually inhabited (intentionally but unknowingly) took up the very tools of 
oppression that dominated and overpowered their lives. 
  It is my hope that the systematic and empirical analysis in this research 
will act to disrupt the trustworthiness of the taken for granted ruling 
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knowledge and ruling practices that organised those experiences. My research 
has shown the routine way that authorised knowledge in text-based systems 
acted to create the problems which SSCWs (and RCH residents and their 
families) suffered from. In other words: SSCWs “difficult” experiences with 
sick and dying residents who had limited access to medical and nursing 
support, and who were rarely transferred to other (potentially more suitable) 
care settings as their care needs increased; and SSCWs “difficult” 
conversations with family members about the DNACPR form were produced 
by the textually mediated, planned and co-ordinated processes identified in 
this study. This highlights that inevitable problems will be encountered when 
textually mediated practices subordinate what is actually known to authorised 
versions and conceptual accounts which obscure and hide what happening in 
the material and everyday world. It also highlights that everyone involved in 
this study took up ruling concepts as they went about their accountable work 
with good intentions and in good faith – emphasising that ruling is not 
something done to us by powerful others who are completely removed from 
ourselves but something we activate as we go about our everyday lives in 
concert with the everyday lives of others. 
There is now an expectation that RCH staff can, and should, manage the 
sickness and death of an increasingly frail group of older adults in the RCH – 
and do so at minimal cost to the NHS. In my view, this is unrealistic, unfair 
and unjust therefore I recommend that there is an urgent review of:  
 the actual needs of older adults living and dying in RCHs;  
 the admission criteria and “home for life” policy in RCHs;  
298 
 
 the organisation of (and remuneration for) medical and nursing 
support to RCH staff and residents; 
 the admission criteria of the Care Home Liaison Team; 
 the regulation and scrutiny of care homes; 
 the organisation of educational support to care homes; 
 and the expectations placed on SSCWs. 
Furthermore, I recommend that all of the above should be reviewed and 
researched from a non-ruling perspective.  
Inquiring into the difficulties faced by SSCWs, and doing so from their own 
standpoint, has required that I learn to see and put aside (and continue to 
learn to see and put aside) the authorised knowledge that I had previously 
relied on to understand how things happened as they did. Having spent over 
twenty years immersed in the discourse of palliative care I found this seeing 
and putting aside to be extremely difficult and frustrating work. However, 
what I have been able to learn as a result of looking into the social world from 
SSCWs standpoint at what is actually happening has led me to become more 
convinced of the significance and importance of IE as a method of inquiry.  
At the end of this part of the research journey, my responsibility as an 
institutional ethnographer (and as a professional nurse), is to meaningfully 
engage in follow up work that is for the benefit of those who work in 
Scotland’s RCHs. This follow-up work will be important to help people who 
have chosen to care for older adults in (and beyond) care homes “to recognise 
their own participation  in the relations that rule them...and to make the 
conditions of people’s everyday lives known and knowable as the basis for 
action” (Campbell and Gregor 2002: 128). I consider this future work to make 
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the conditions of SSCWs everyday working lives known and knowable as the 
basis for action to be a serious and valuable contribution to knowledge.  
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